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INTRODUCTION 
The purpose of this study was to investigate physicians' perceptions of barriers to 
providing health care for children with special health care needs enrolled in Medicaid. 
Medicaid is a government program providing health insurance for uninsured and 
underinsured poor people in the United States. Eligibility is tied to income in relation to the 
federal poverty line, though requirements vary among states. There has been a recent surge in 
the Medicaid disabled population, which also has become younger. Persons with disabilities 
enrolled in Medicaid now outnumber the elderly. In 1999, about 15 million children under 
age 18 were enrolled in Medicaid. There are an estimated 12 to 20 million children with 
special health care needs (CSHCN) in the United States. (Estimates vary by the definition of 
special health care needs.) Roughly 3.6 to 6 million of these children are enrolled in 
Medicaid (Newacheck, McManus, Fox, Hung, and Halfon, 2000). CSHCN are those who 
have a chronic illness and/or disability. Advances in medical technology have increased the 
life expectancy and the survival rate for many children who might have died during infancy 
or childhood in the past. While this has been a blessing for these children and their families, 
there are also many burdens and hardships that they must endure, particularly regarding 
health care. For these families access to health care, finances, time requirements, and 
scheduling are just a few of the challenges. 
Children with special health care needs have more than twice as many physician 
contacts and five times as many hospital days as other children, according to a 1998 study by 
Newacheck et al. Given their higher usage and dependency on health care, CSHCN might 
encounter barriers to obtaining health care that are different and more intense than those 
experienced by children on Medicaid in general. Some researchers have identified barriers to 
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health care for all Medicaid children, such as financial barriers and access to physicians 
(Rowland & Salganicoff, 1994). Others have looked at CSHCN in general and noted barriers 
such as lifetime limits on benefits and lack of coverage for some services (Hutchins and 
McPherson, f99 l, p. 142). However, few have investigated the specific barriers for CSHCN 
on Medicaid, particularly as compared to other Medicaid children. This is an issue of national 
importance because Medicaid is a federal program. Given the increase in this special needs 
population and how their reliance upon health care impacts their quality of life, it is 
especially important to identify their unique barriers to receiving optimal health care. 
Physicians play an integral role in the lives of these children and their families. 
However, many physicians have become frustrated with the Medicaid system because of low 
reimbursement rates and administrative hassles. If they accept Medicaid patients, many 
physicians limit the number they will see. Those who do accept Medicaid patients sometimes 
encounter barriers in providing the necessary services, such as patients missing 
appointments. There 'is little information available on the barriers that physicians face when 
providing services to CSHCN, let alone when those patients are also enrolled in Medicaid. 
Because of their frequent contact and central role in the lives of their CSHCN Medicaid 
patients, physicians may offer a unique perspective on what barriers these children face 
regarding health care. These physicians might provide valuable insight and new information 
that could help eliminate or reduce some barriers for CSHCN on Medicaid, their families, 
and the physicians who serve them. 
This study began specifically to determine physicians' perceptions of: 1) the barriers 
to physicians providing health care for children with special health care needs enrolled in 
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Medicaid, 2) how these barriers differ from those barriers to physicians providing health care 
to children on Medicaid in general, and 3) the underlying causes of these barriers. 
4 
LITERATURE REVIEW 
Medicaid 
Background 
Medicaid is a government program providing health insurance for uninsured and 
underinsured poor people in the United States. Currently, Medicaid insures approximately 
41.3 million people (Iglehart, 1999). The American Academy of Pediatrics estimates over 15 
million children were enrolled in Medicaid in 1999. Over 101,000 of these children were in 
the state oflowa, about 14% oflowa's children. In 1997, the average annual Medicaid 
expenditure per child in the state of Iowa was $1,674. 
The Medicaid program was initiated under Title XIX of the Social Security Act of 
1965. It was originally created as a supplement to families receiving Aid to Families with 
Dependent Children (AFDC) or Supplemental Security Income (SSI) to provide America's 
poorest citizens with medical insurance. It has been expanded over the years to cover more 
people. The federal government and the states share the financing of Medicaid, with results 
varying among states. Under broad federal minimal guidelines the states each: establish their 
own eligibility standards; determine the type, amount, duration, and scope of services; set the 
rate of payment for services; and administer the programs within their states (HCF A, 1999). 
Federally mandated eligibility requirements have evolved to complement other changes in 
the political arena and health care policy. 
In the beginning, families receiving AFDC benefits were automatically enrolled in 
Medicaid. In the 1980s, ties between the two programs gradually eroded. A series of 
legislative acts broadened medical coverage so that families enrolled in one program were 
not necessarily enrolled in both. Currently, certain groups can qualify for Medicaid coverage 
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based solely on the relationship of their annual income to the federal poverty line. From the 
Deficit Reconciliation Act in 1984 to the Balanced Budget Act in 1997 and several acts in 
between, Medicaid eligibility gradually broadened. Federal mandate now requires that all 
children born after September 30, 1983 with family income levels below 100% of the 
poverty line qualify for Medicaid under the expansions. Coverage originally focused on 
infants and pregnant women, then expanded to young children, and is currently on a federal 
plan to amplify coverage in increments. By the year 2002 all children up to age 19 will be 
eligible for Medicaid if their annual family incomes fall within 100% of the federal poverty 
line. Currently, according to federal law, all pregnant women and children under age 6 whose 
families earn up to 133% of the federal poverty line are guaranteed coverage, regardless of 
their enrollment in TANF. Some states allow eligibility up to 185% of the poverty line for 
Medicaid enrollment. 
The Family Support Act of 1988 allowed participants to remain enrolled in Medicaid 
up to 12 months after becoming ineligible for AFDC. In 1996, the Personal Responsibility 
and Work Opportunity Reconciliation Act (PR WORA), also known as the Welfare Reform 
Act, replaced AFDC with Temporary Assistance to Needy Families (TANF). PRWORA 
officially severed ties between Medicaid and AFDC/TANF, though individuals can still be 
enrolled in both simultaneously. It also made legal immigrants ineligible for Medicaid. The 
1997 Balanced Budget Act reinstated legal immigrants' eligibility. It also provided for the 
Children's Health Insurance Program (CHIP), a block grant for each state to provide health 
insurance to children and families whose incomes are too high for current Medicaid limits, 
but too low for private insurance. 
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Program Eligibility and Coverage 
According to federal mandate, those groups that are eligible for Medicaid include, but 
are not limited to: families receiving TANF (formerly AFDC), SSI recipients, pregnant 
women whose family incomes are below 133% of the Federal poverty level, children under 
age 19 with annual family incomes at or under 100% of Federal poverty level (by the year 
2002), recipients of adoption assistance and foster care, and certain Medicare beneficiaries. 
Families who become ineligible for TANF have coverage for up to 12 months after their 
eligibility expires. States also may cover other categorically needy groups at their discretion 
and still receive federal matching funds. These groups include: infants and pregnant women 
with incomes below 185% of the federal poverty line; certain aged, blind or disabled adults 
with incomes above mandatory coverage limits but below the Federal poverty level; children 
under age 21 who meet their state eligibility standards that were in effect as of July 16, 1996; 
institutionalized individuals with income and resource limits below state standards; persons 
who would be eligible if institutionalized but are receiving care under home and community-
based service waivers; recipients of State supplementary payments; certain working and 
disabled persons with incomes below 250% of federal poverty line who would qualify if they 
didn't work; TB-infected persons who would be eligible at the SSI level; and optional 
targeted low-income children included within CHIP. States may also offer medically needy 
programs to qualified individuals who may have too much income to qualify under normal 
standards. All poor people are not necessarily eligible for Medicaid. Not only is income 
considered, but also assets and resources (HCF A, 1999). 
The basic services offered to the categorically needy populations in any state program 
include: inpatient hospital services; outpatient hospital services; physician services; 
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children's vaccines; prenatal care and delivery services; medical and surgical dental services; 
nursing facility services for those 21 and older; home health care for those eligible for 
nursing facility services; family planning and supplies; rural health clinic services and any 
associated ambulatory services; laboratory and x-ray services; pediatric and family nurse 
practitioner services; federally-qualified health center services and any related ambulatory 
services; nurse-midwife services; early and periodic screening, diagnosis, and treatment 
services for those under age 21. The medically needy population is eligible for the following: 
ambulatory services for those under 18 and those entitled to institutional services; home 
health services to individuals entitled to nursing facility services; and if the state plan 
includes services either in institutions for mental diseases or in intermediate care facilities for 
the mentally retarded, it must offer other specialized services. Optional services for states to 
offer include: diagnostic services; clinic services; nursing facility services for those under age 
1; intermediate care facility/mentally retarded services; optometrist services and eyeglasses; 
prescribed drugs; TB-related services for TB-infected persons; prosthetic devices; and dental 
services (HCF A, 1999). 
Efforts to Contain Rising Costs 
Health management organizations 
Expanded eligibility requirements combined with rising health care costs have driven 
up the expenditures of this publicly funded program. In 1987, Medicaid represented 10% of 
total state expenditures, compared with 20% of total state expenditures in 1995 (National 
Conference of State Legislatures, 1997). "Although adults and children in low income 
families account for nearly three fourths of Medicaid beneficiaries, their medical care 
accounts for less than 30% of program expenditures" (Iglehart, 1999, p. 404). Because of 
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advances in technology it is now possible to sustain and even improve the quality of life for 
many individuals who are elderly or have special health care needs (SHCN). However, these 
individuals also require the most expensive care. In 1994, 40% of Medicaid service budget 
expenditures went to the blind and disabled category, though they only comprised 16% of the 
population. Residents in nursing facilities accounted for 30% of the service costs, but only 
comprised less than 5% of the recipients. In 1994 the average cost for people in intermediate 
care facilities for the mentally retarded was $82,000 per person (National Conference of State 
Legislatures, 1997). In 1997 medical expenditures for elderly persons were $9,539 per 
person, blind and disabled were $8,832 per person, adults were $1,810 per person, and each 
child cost $1,027 (Iglehart, 1999). 
One attempt to control costs has been the implementation of health maintenance 
organizations to provide Medicaid coverage, versus the traditional fee-for-service 
arrangement. Every state except Alaska now offers some sort of managed care for Medicaid 
recipients. "In 1997 Medicaid managed care plan enrollment was over 15 million" nationally 
(HCFA, 1999, p. 11). Managed care insurance plans are supposed to "simultaneously 
improve access, enhance quality and reduce health care costs" (Kirchner, 1997, p. 1 ). There 
are three forms of managed care. The first has primary care physicians serving as medical 
case managers, monitoring and approving services for a fee. They receive traditional fee-for-
service payments plus an additional fee as a case manager. The second is by enrolling the 
Medicaid recipients in private HMOs that assume total financial risk for the patients. The 
third is by issuing contracts with medical clinics or large group practices that provide 
services but do not assume full financial risk for the patients. "Medicaid managed care is 
predominantly limited to children and younger adults; few states have extended enrollment to 
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more expensive elderly and disabled enrollees, limiting potential savings" (Iglehart, 1999, p. 
407). "Large variation in health care expenditures for different subgroups of patients 
provides strong incentives for managed care organizations to 'cherry pick' and avoid caring 
for severely ill individuals" (Epstein, 1997, p. 1619). 
The managed care options vary among states. Commercial HMOs available differ 
from state to state. Some states offer enrollees the option of choosing between different 
HMOs and fee-for-service, while others do not. Most Medicaid recipients with a choice cited 
benefits offered as the most common consideration when choosing a plan. They were less 
concerned with cost differences among plans, presumably because they are relatively 
insulated from out-of-pocket expenditures, such as deductibles and co-payments, under any 
Medicaid plan. Doctor recommendations and participation in certain plans were important to 
about one fourth of recipients with a choice. Participants allowed a choice reported increases 
in satisfaction with their provider, less difficulty obtaining services, and fewer problems with 
plan rules than Medicaid recipients without a choice. One drawback to having a choice of 
plans is that recipients may stay with a single plan for shorter amounts of time. Participants 
enrolled in plans for 2 years or less are less likely to have a regular provider and report higher 
incidents of inability to obtain medical care than longer term enrollees (Schur & Berk, 1998). 
The use of managed care to provide Medicaid coverage brings with it several 
concerns. The first is that, in an effort to keep costs low, Medicaid patients may get lower 
quality health care. "Benefit packages offered by health maintenance organizations (HM Os) 
that contract with Medicaid programs are less comprehensive than packages provided under 
the standard Medicaid fee-for-service plans.'. .. Access to health-related services ... also may be 
limited by managed care programs through special policies that restrict duration of services, 
limit total number of encounters, or establish special conditions under which services can be 
provided" (Ireys, Grason, & Guyer, 1996, p. 181- 182). A secondary concern is how to 
monitor managed care methods to ensure the best service and care to Medicaid recipients. 
According to HCFA (1999, p. 8) "With certain exceptions, a State's Medicaid plan must 
allow recipients freedom of choice among health care providers participating in Medicaid. 
States may provide and pay for Medicaid services through various prepayment arrangements, 
such as health maintenance organizations (HMO). In general, States are required to provide 
comparable services to all categorically needy eligible persons." Some states allow Medicaid 
participants to choose among providers or plans, thereby promoting competition for high 
quality service and care. However, according to Epsteiri (1997, p. 1619) "states also often 
lack the financial resources, trained administrative staff, and data systems required for 
oversight [of Medicaid programs]." 
"The fastest growth has been in fully capitated plans, which now care for 
approximately 70% of the Medicaid managed care market" (Epstein, 1997, p. 1617). 
Capitated programs pay a standard dollar amount per patient, regardless of the amount of 
services utilized by the individual. "Capitated programs create disincentives for primary care 
pediatricians to take on high-cost patients, especially without agreement as to what 
constitutes 'fair' capitation rates or adequate risk adjustment. ... [they can] also create 
disincentive for appropriate subspecialty referrals"(American Academy of Pediatrics, 1998, 
p. 2). 
There is conflicting evidence regarding the effectiveness of managed care in 
Medicaid. According to Piper and Bartels (1995, p. 18), who compared Medicaid primary 
care through HMOs and fee-for-service in Wisconsin, "HMOs can be more effective than 
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fee-for-service in providing primary and preventive.health care services. In addition, 
Wisconsin's data show that HMOs are as effective as, or slightly more than, fee-for-service 
in avoiding adverse health outcomes." HMO premiums in this state were capped at 90.5 
percent of the fee-for-service-equivalent costs and saved taxpayers $21 million in 1995. 
These HMO patients received more preventive care and were more likely to receive specialty 
physician care and diagnostic tests. Emergency room use was lower and these enrollees made 
fewer sick visits to physician offices than the fee-for service population. 
"A number of commercial HM Os that were enrolling Medicaid beneficiaries have 
withdrawn from the program in the past year, citing multiple reasons for their 
dissatisfaction .... The early promises of profitable market opportunities were overshadowed 
by unexpected rate rollbacks, contracting volatility, and administrative burdens which soured 
analysts and investors on the Medicaid market" (Iglehart, 1999, p. 407). One of the most 
highly publicized Medicaid managed care programs, TennCare of Tennessee, recently 
suffered a large blow. The program began 6 years ago, enrolling all Medicaid participants in 
managed care under several HMOs. BlueCross BlueShield of Tennessee cancelled its 
contract with TennCare in July of 2000, which had covered 1.3 million Tennessee residents-
half of all TennCare enrollees. The reason for cancelling the program was "increasing 
uncertainty'' about the viability of the program. According to the company president, 
BlueCross BlueShield would lose between $51 million and $96 million if it stayed with the 
program for the next fiscal year. "A Tennessee Medical Association survey found that most 
Tennessee physicians would rather provide coverage for free than for people enrolled in 
TennCare" (Modem Physician, 2000, p. 2). 
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Under primary care case management (PCCM), patients choose or are assigned to a 
primary care physician who is responsible for providing and overseeing each patient's health 
care, including the authorization of specialist referrals. A study comparing birth outcomes of 
Medicaid managed care recipients under PCCM to Medicaid fee-for-service recipients (FFS) 
in Iowa revealed that between 1989 and 1992, the number of women receiving adequate 
prenatal care improved only 5% in the PCCM population, compared to 20% in the FFS 
population. While FFS women had a 17% increase in access to prenatal care during the first 
trimester, PCCM women only experienced a 6% increase. Women in the FFS population 
increased nutritional counseling by 442% and women in the PCCM population increased 
nutritional counseling by just 278% (Kirchner, 1997). 
Low reimbursement rates 
Another method of preventing over-inflated Medicaid expenditures is through low 
physician reimbursement rates compared to the rates of private insurance. The HCF A 
guidelines governing physician reimbursement rates are broad. "Providers participating in 
Medicaid must accept the Medicaid reimbursement level as payment in full. Each state has 
relatively broad discretion in determining the reimbursement methodology and resulting rate 
for services with three exceptions: institutional services, disproportionate share hospitals, and 
hospice care services. The amount of total Federal outlays for Medicaid has no limit; rather 
the Federal government must match whatever the individual State decides to provide, within 
the law, for its eligible recipients. However, reimbursement rates must be sufficient to enlist 
enough providers so that Medicaid care and services are available under the plan at least to 
the extent that such care and services are available to the general population in that 
geographic area" (1999, p. 9). In 1996, physician payments constituted 5.9% of total 
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Medicaid expenditures, less than the cost of prescription drugs or home health services. In 
1993, average payments to Medicaid physicians were about 73% compared to the payments 
to Medicare physicians and 47% of the fees for private physicians (Iglehart, 1999). While 
private insurance companies may fear that increasing Medicaid physician reimbursements 
would raise the cost of services for patients with private insurance in an effort to shift costs, 
the opposite seems to be true. According to Showalter (1997) who compared the variation 
among states, lower physician reimbursement rates are correlated with lower physicians' 
fees. "Lower Medicaid reimbursements tend to lead physicians to treat fewer Medicaid 
patients" (p. 10). 
Not only do low reimbursement rates reduce the number of physicians, low rates have 
hindered the effectiveness of Medicaid managed care. "States are also finding that managed 
care savings are modest because traditionally low Medicaid fee-for-service payment rates 
make it difficult for stat~s to substantially slash capitation levels or for HMOs to negotiate 
further discounts" (Iglehart, 1999, p. 407). 
Administrative Burden 
Administrative burden is also a noted reason that many physicians shy away from 
serving Medicaid recipients. "Medicaid's complex eligibility policy ... makes the program 
difficult for its beneficiaries to understand and for the states to administer" (Iglehart, 1999, p. 
405). Extensive paper trails to retrieve reimbursements are just one example. Recent efforts 
by some states to reduce fraud by requiring re-enrollment of participating physicians have 
added an additional hassle. "In Texas, about 68% of physicians and other health care 
providers have re-enrolled .... Florida's requirement that physicians and other health care 
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providers re-enroll has led to a drop of about 20,000 in the number of enrollment numbers 
issued" (Landers, 2000, p. 8). 
Lack of Access 
"Too often, people covered by Medicaid have not had the same level of access to 
physicians in private office-based practice as have those with private insurance .... A quarter 
of the nation's physicians report that they will not accept Medicaid patients in their practices. 
Roughly a third limit the number of Medicaid patients they will see and another 5% will not 
accept any new [Medicaid] patients into their practices" (Rowland & Salganicoff, 1994, p. 
550). 
In one study of obstetrician/gynecologist Medicaid participation in the Chicago area, 
only 36.7% of those interviewed accepted new Medicaid patients (for a teenage pregnancy 
scenario). In Chicago·proper, 44.1 % of physicians participated in Medicaid, while in the 
suburbs only 24. 7% participated. Medicaid participation was higher among foreign medical 
graduates. Those who had been in practice longer were more likely to accept new Medicaid 
patients, as were those who work in poorer neighborhoods. Physicians who accepted 
Medicaid patients had shorter appointments than those who did not accept Medicaid and also 
ordered more tests. Perhaps this was an effort to compensate for low reimbursement rates by 
seeing more patients and getting additional reimbursements for tests. Physicians accepting 
Medicaid had receptionists more likely to be helpful in providing information to _inquiries 
about appointments (they did not know if the potential patient was a Medicaid enrollee or not 
at the point of this determination.) Those accepting Medicaid were also more likely to see 
new patients within one week. This study suggested that "physicians appear to manage their 
15 
practices to attract certain patient types, and these patient recruitment practices are reflected 
in differing patterns of physicians' participation in Medicaid" (Gifford, 1997, p. 11). 
Another study found that the distribution of Medicaid patients is uneven among 
physicians. Of 958 primary care physicians, 62% served 1 % or fewer Medicaid patients. 
Another study noted that in Illinois in 1993, 1 % of the physicians accounted for 41 % of all 
Medicaid bills (Gifford, 1997). 
Other studies indicate that certain physician demographics are related to increased 
participation in Medicaid. These include graduating from a foreign medical school, being 
young, not being board-certified, having liberal attitudes toward the role of government in 
health care, and having lower practice costs when measured by the cost of non-physician 
personnel (Silverstein, 1997). 
Other Barriers 
"The stigma associated with the welfare-Medicaid connection is the greatest barrier 
that Medicaid recipients face in obtaining adequate access to medical care" (Johnson, 1990, 
p. 1 OS). Some physicians have indicated that their nonparticipation in Medicaid is influenced 
not only by low reimbursements, delayed payments, and administrative burdens, but also by 
"poor patient compliance (keeping appointments and following instructions) and demeanor 
and appearance in waiting rooms" (Shirley, 1995, p. 7). Other barriers to health care for 
Medicaid patients include: "heavy patient bookings, limited office hours, small numbers of 
primary care providers in some neighborhoods" (Medicaid Access Study Group, 1994, p. 
1430). 
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Special Health Care Needs 
There has been a recent surge in the Medicaid disabled population, which has become 
increasingly younger. Persons with disabilities enrolled in Medicaid now outnumber the 
elderly. "The disabled are high users of Medicaid services. They make up only 15 percent of 
all Medicaid users, while their spending accounts for 39 percent of all program payments" 
(Davis and O'Brien, 1996, p. 184). Children with special health care needs (CSHCN) are 
those who have or are at increased risk for a chronic physical, developmental, behavioral, or 
emotional condition and who also require health and related services of a type or amount 
beyond that required by children generally. Different studies indicate that anywhere from 
12.6 to 20 million children have chronic health conditions or disabilities in the United States. 
"Improved diagnosis and treatment have increased the life expectancy of children who 
previously died in infancy or childhood. For example, in 1966 the median survival age for a 
child with cystic fibrosis was 11 years; in 1993 it was 29.4 years. Also, with more health 
promotion and maintenance measures available within the health care system, chronically ill 
children experience less morbidity" (Broome, Knafl, Pridham, and Feetham, 1998, p. 180). 
As mentioned above, an estimated 3.6 to 6 million children enrolled in Medicaid have special 
health care needs. 
Although all Medicaid recipients are affected by Medicaid program policy, perhaps 
none are as affected as those with special health care needs. "Children from families with 
incomes at or below the federal poverty level were about one-third more likely than children 
in families with incomes above poverty to have an existing special health care need ... 
Children with existing special health care needs had more than twice as many physician 
contacts and five times as many hospital days as other children in 1994" (Newacheck et al., 
17 
1998, p. 5). In one study, "disabled young adults made almost three times as many physician 
contacts and were hospitalized for close to six times as many days as non-disabled young 
adults" (McManus, Newacheck, & Greany, 1990, p. 674). 
According to Newacheck, McManus, Fox, Hung, and Halfon (2000), CSHCN 
enrolled in Medicaid are more likely to be younger, non-white, in lower income categories, 
in hous~holds where parents have lower levels of education, and live in single parent 
households than CSHCN with private insurance. Those on Medicaid are twice as likely to be 
without a regular clinician and without access to after-hours medical care at their usual 
source. Those CSHCN on Medicaid are also somewhat more likely to have unmet medical 
care needs. 
"Children with special health care needs may require special or enhanced medical and 
nursing services, therapeutic services, family support services, equipment and supplies, and 
related services" (Sneed, May, and Stencel, 2000, p. 559). "Inadequate insurance, limitations 
on benefits, deductibles, copayments, lack of coverage of certain types of services, and limits 
on maximum lifetime benefits all place significant hardships on families caring for children 
with special health needs" (Hutchins and McPherson, 1991, p. 142). "A major barrier to 
service access for CSHCN is the numerous categorical programs, each with different 
eligibility requirements and regulations. Families as well as providers are faced with the 
challenge of learning the eligibility and reporting requirements of each program and piecing 
together the relevant components for individual children" (Gill et. al., 1999 p. 12). Because 
of the growing number of CSHCN and their high usage of health related services, it is 
important to understand more about their barriers to health care in an effort to reduce such 
barriers. 
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"In the adult population there are a limited number of major chronic diseases and 
disabilities, including stroke-related conditions, cardiovascular disorders, cancer, and 
orthopedic conditions. Each of them, however, occurs with comparatively high frequency. In 
the child population, the pattern is reversed; more than 200 chronic conditions and 
disabilities affect youth, including asthma, diabetes, sickle cell anemia, spine bifida, epilepsy, 
and autism. With the exception of asthma, most of these conditions are rare .... In the public 
sector, children with disabilities or chronic illnesses are usually exempted ( carved out) from 
many Medicaid managed care plans" (Ireys, Grason, and Guyer, 1996, p. 180). However, 
"the number of (managed care) contracts covering persons with disabilities is rising" (Grahl, 
1998, p. 16). This is not necessarily good news for families with SHCN individuals. "Many 
families, pediatricians, and other health care professionals are concerned that managed care 
programs in both the public and private sectors will decrease access to needed subspecialty . 
and supportive services and undermine recent efforts to develop community-based systems 
of care for these children and their families" (Ireys, Grason, and Guyer, p. 178). 
"As healthier beneficiaries leave welfare and Medicaid following welfare reform, the 
remaining population on the average is sicker"(Grahl, 1998, p. 17). In one study of California 
AFDC families, ''when adult disabilities and children's special health care needs were 
considered together, 38% of households were affected--12% had at least one special health 
care needs child, 18% were headed by a disabled mother, and 8% had both a disabled 
caretaker and a disabled child ..... Medicaid might be an essential support for low-income . 
families that face additional and sometimes catastrophically high medical costs associated 
with the care of disabled and ill children-costs that might also increase the difficulty and cost 
of obtaining private insurance" (Lukemeyer, Meyers, and Smeeding, 2000, p. 405,413). 
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One issue regarding SHCN lies in how to define the population. McPherson et al. 
(1998) propose the following definition for children with SHCN: those who have or are at 
increased risk for a chronic physical, developmental, behavioral, or emotional condition and 
who also require health and related services of a type or amount beyond that required by 
children generally. One tentative area for recipients of Medicaid with SHCN is that state 
contracts are often "vague and ambiguous, so companies' actual obligations for treatment 
and coverage are not clear, creating problems for government, consumers, health plans and 
providers .... Medicaid coverage is designed to include chronic care services for the sick and 
disabled, not just treatments that restore normal functioning to a healthy population" (Grahl, 
1998, p. 17). Other problems with contract ambiguity is that many state contracts give 
healthcare plans much discretion to deny care and no legal duty to provide care. "Current 
contracts do not define medical necessity, establish minimum criteria to be applied in making 
medical necessity determinations or identify the evidence that contractors must consider in 
making such determinations" (p. 3). This ambiguity not only affects Medicaid recipients 
directly, it also impacts physicians who have to dance with the system in order to provide 
medical services in a way that will be honored by the health plans. 
Physicians 
In Iowa a mail survey of Medicaid/Supplemental Security Income (SSI) enrollees 
with special health care needs revealed that 77% of the respondents for child enrollees and 
75% of the adult enrollees rated their personal doctors at least an 8 on a scale of 1-10, where 
1 was poor and 10 was excellent (Gill, et al., 1999, p. 31). This implies a good relationship 
between SHCN patients and their personal doctors. This is significant for two reasons. First, 
in health plan satisfaction surveys of the Iowa Medicaid/SSI population, a written survey was 
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sent to respondents. Participants with low literacy levels, who presumably may have the most 
problems with the system, may liave be.en less likely to respond. Second, taking into 
consideration the positive nature of their relationships with their personal physicians, 
physicians may be an important resource for gathering information about barriers for this 
lower-functioning subset of the Medicaid SHCN population. 
Studies evaluating policies for CSHCN have noted the importance of physician input, 
though little formal research has been done in this area. According to Ireys and Nelson 
(1992), "most state programs will need to gather information from pediatricians in the 
community to accomplish an adequate needs assessment [ for CSHCN] ... .If the past is any 
guide, state SCHCN programs will continue to depend on both subspecialty and general 
pediatricians as clinical consultants and policy advisers" (p. 325). "Pediatricians have a . 
perspective that is urgently needed in the development for effective policies for these 
children and their families" (p. 326). 
· While barriers to the families of CSHCN have been documented in other studies, 
none have been done investigating the barriers to physicians providing care to these children. 
"Physicians may not be adequately prepared to provide the best care for the large numbers of 
children with special health care needs that appear in their practices" (Sneed, May, and 
Stencel, 2000, p. 560). Tapping physicians as a resource to identify barriers for medical 
providers, as well as the barriers they perceive for these families, may provide a unique and 
valuable insight that will help to improve health care for CSHCN. Physician input regarding 
barriers for these families is also important because it might vary from what has been 
reported in other research. Other studies have relied upon interviews or surveys, which may 
inadvertently introduce bias based upon characteristics of families that choose to participate 
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in such studies. Because of CSHCN' s dependence upon physicians for their well-being, 
physicians are an appropriate source of information regarding these families' barriers to 
health care for their children. 
Policy Issues and Concerns 
Low physician reimbursement and administrative burden discourage many physicians 
from serving Medicaid patients. Lack of access to physicians is a huge and substantial barrier 
to those enrolled in Medicaid. What is the point of medical insurance if there is no access to 
medical treatment, except for emergency rooms? ERs are also a more costly choice for 
taxpayers. Lack of access may be especially problematic for those children with SHCN 
whose total welfare and future are so affected by their health. Determining the barriers that 
current Medicaid policy poses for physicians and patients with SHCN is very important for 
the welfare of these individuals. It also has important implications for future policy. As 
Medicaid rolls drop, the potential waning "need" perceived by policymakers could ultimately 
lead to a reduction in Medicaid monies. This could be especially disastrous for CSHCN 
populations. 
"Between 1995 and 1997, because of changes to welfare laws, 1.2 million people lost 
or were never signed up for Medicaid, and of that total, 54% remain uninsured" (Congress 
Daily, 1999). According to Iglehart (1999, p. 406), "as welfare caseloads have declined 
nationally, by about 42% since 1994, there have been unexpected reductions in the number of 
people seeking Medicaid coverage .... even when Medicaid enrollment would be in the 
economic interest of the beneficiary, fewer potential recipients are likely to apply for 
coverage or to maintain Medicaid enrollment," --presumably because they view Medicaid as a 
temporary program like TANF, not recognizing the severance of ties between the two 
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programs. Even though nationally the number of uninsured people in 1997 grew to 16.1 % of 
the population- the largest level in a decade-at the start of 1999, nationally there were $31 
billion in Medicaid budget surpluses. "By 2002, moreover, the five-year Federal lifetime 
limit for cash assistance will have been reached. By then the number of people losing 
Medicaid coverage is likely to be much greater than it was for 1997 .... Many in congress see 
the drop in Medicaid rolls as representing savings that could be used for other purposes, like 
tax reduction--not for bolstering the health insurance that is of such vital importance to low-
income Americans" (America, 1999, p. 2). Many governors have already "adopted social 
programs to slow, if not prevent, further expansion of publicly financed insurance programs." 
The fear is that "such policies reflect the concern that federal funding for Medicaid will 
eventually decline, forcing the states to make up the shortfall" (Iglehart, 1999, p. 406). 
Purpose of Study 
Although the policy concerns described above have ramifications for all Medicaid 
recipients, they might mean even more for those children who also have SHCN. Every aspect 
of CSHCN individuals' lives are so intertwined with their health that any impact on their 
health care has consequences on their total lifestyle and livelihood. The barriers to Medicaid 
patients in general might be exacerbated for those who have CSHCN. Also, considering the 
chronic nature and longevity ofCSHCN patients' conditions, they may encounter altogether 
different barriers than the rest of the Medicaid population at large. No studies have 
investigated the differences in the barriers between these two populations. 
Many studies have been conducted regarding physician participation in Medicaid, 
especially regarding the surge of managed care in Medicaid. But no studies have investigated 
what physicians and medical providers view as barriers for themselves or their Medicaid 
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patients. Although some prior studies have been conducted regarding Medicaid recipients' 
satisfaction with their medical providers, health plans, and even some barriers to care, many 
of these studies have methodological flaws that prevent them from offering insight to the 
total Medicaid population. For example, many studies send questionnaires to the Medicaid 
population of interest and gather data upon the completion and return of these questionnaires. 
This method of data collection tends to exclude those Medicaid recipients who are lower 
functioning, have low literacy levels, or high levels ofstress in the home. These factors are 
even more prevalent in homes and families with SHCN. Considering the nature of the 
relationship between many SHCN patients and their medical providers, (more :frequent 
contact, holistic importance of health care on the rest of their lives, and dependency on the 
medical provider for that care), medical providers are an ideal resource to gather information 
on the barriers encountered by these SHCN Medicai_d patients. Furthermore, barriers to 
physicians serving these children become barriers to the children themselves. Understanding 
the barriers to physicians lends itself to improving the system for these children. 
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METHOD 
Participants 
The 333 participants in this study were physicians in the state of Iowa who provide 
medical services to patients enrolled in Medicaid. A description of participant characteristics 
is outlined in Table 1. Participating physicians were family practitioners, general 
practitioners and pediatricians, including both Doctors of Medicine (M.D.) and Doctors of 
Osteopathy (D.0.) of both genders. Three hundred eight participants (92.5%) received their 
medical training in the United States, while 22 (6.9%) received their medical training in 
another country and two participants did not specify. The geographical distribution of 
physicians was similar to the geographical distribution oflowa's population, the total 
original sample, and the geographical distribution of all family practitioners, general 
practitioners, and pediatricians serving Medicaid patients in the state of Iowa, as seen in 
Table 2. 
Table 1 
Participant Characteristics 
Gender Specialty 
Male Family Practitioner 
Pediatrician 
Total Males 
Female Family Practitioner 
Pediatrician 
Total Females 
Total Participants 
Type 
M.D. 
D.O. 
M.D. 
D.O. 
M.D. 
D.O. 
M.D. 
D.O. 
County Type 
Urban Rural 
67 73 
27 36 
26 1 
4 0 
124 110 
28 24 
11 10 
22 1 
3 0 
34 35 
158 145 
Total 
140 
63 
27 
4 
234 
52 
21 
23 
3 
99 
333 
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Table 2 
Geographical Distribution of Participating Physicians (displayed as percentages) 
County Type Participants Total Sample, All Physicians 
Including Non- serving Iowa 
Participants Medicaid Patients 
Metro 45.6 46.6 44.6 
Urban Non-Metro 10.8 11.8 11.9 
Rural 18.6 18.8 17.9 
Rural Non-Adjacent 24.9 22.8 25.6 
*For county type designations see Novenario, Jensen, and Otto (1998). 
Iowa 
Population 
44.8 
14.1 
20.6 
20.4 
The average participant age was 45.6 years old, (SD=l0.65). The youngest participant 
was 27 years old and the oldest was 85 years old, a range of 58 years. Over 90% of the 
participants attended medical school in the United States (93.1 %). Most of the participants 
have been in medical practice for eleven years or more (64.6%), while 11.7% have been in 
practice for 6-10 years, and 23.4% have been in practice for 1-5 years. Almost all participants 
(98.5%) currently serve Medicaid patients, though 1.5% served Medicaid patients in the past 
but not currently. Most participants have served Medicaid patients for eleven or more years 
(61.6%), 13.5% have served them for 6-10 years, and 24.6% have served them for 1-5 years. 
Medicaid patients comprised between O to 95 percent of participants total patient clientele, 
with a mean of 15.3 percent (SD=14.98). Of those physicians aware of new patient 
acceptance status, 89.4% were accepting new Medicaid patients. Of those physicians aware 
of their service classification, 64.9% provide services through fee-for-service, 42.3% through 
managed care organizations, 40.5% through primary case management, and 8.7% through 
other methods. 
26 
Materials 
Because there is little research utilizing physicians' perceptions of barriers to health 
care access for SHCN Medicaid patients, there were no previously existing instruments 
available. While physician interviews or case studies would potentially provide the most 
comprehensive information, given the time constraints in the busy schedules of physicians 
and based upon input from several practicing physicians, this idea was abandoned in favor of 
a written survey. A survey instrument was designed for the intent and purpose of this study. 
Originally, an open-ended survey was considered. The rationale behind this was to elicit 
responses from the physicians that were in no way influenced or biased by the form or 
content of the survey. However, after consulting with two practicing physicians, the 
conclusion was again reached that, because of extensive demands on the time of physicians, 
an open-ended survey would result in a very low response rate. It was suggested that the 
exploratory survey have a more time-efficient design to increase the response rate. Taking 
this into consideration, a new survey instrument was designed. 
The content of the new survey was extrapolated from a review of related literature 
regarding: barriers to health care for Medicaid patients and SHCN patients; physician 
participation in Medicaid; and previous, current, and changing Medicaid policy. It also 
involved input from and discussion with other professionals who have done research with the 
Medicaid/SHCN population. The result was a four-page instrument. 
The survey was intended to provide confidentiality for the respondents. There was no 
identifying information requested anywhere on the survey. The first questions of the survey 
covered demographics of the respondent, including type of practitioner, gender, and years in 
practice. The next six questions requested information about the respondent's relationship to 
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providing Medicaid. The following six questions asked about barriers for Medicaid patients 
in general, barriers for CSHCN Medicaid patients, and barriers for physicians. The two final 
questions were related to Medicaid-participating physicians' practices within the Medicaid 
framework. 
Each question offered a range of possible answers that physicians could check 
according to the relevance for them. Each question also provided specific space for additional 
comments or responses not covered by the listed possibilities. Respondents were also 
encouraged to provide as much input as they desired in the form of attached sheets, should 
their responses have exceeded the space provided. The format was intended to provide 
efficiency for the respondent, as well as allowing for any additional information they felt was 
pertinent. The survey and accompanying cover letter were examined and approved by 
Institutional Review Board of the Human Subjects Researc~ Office at Iowa State University. 
Copies of the cover letter, survey instrument, and approval from the Human Subjects 
Research Office are appended. (See Appendix.) 
The independent variables of interest in this study are (1) the respondent's Medicaid 
participation status ( currently providing service to Medicaid recipients, not providing service 
to Medicaid recipients, or formerly provided service to Medicaid recipients) and (2) 
respondent demographics ( age, gender, type of practitioner, and length of medical practice). 
The dependent variables in this study include: (1) identified health care access barriers for 
CSHCN Medicaid patients, and (2) identified health care access barriers for CSHCN 
Medicaid providers. Other qualitative responses of interest include which Medicaid service 
medium provides the best care for CSHCN and how physicians have worked within the 
Medicaid system to provide optimal care for SHCN patients. 
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Procedure 
The Iowa Department of Human Services (DHS) provided a list of names and 
addresses for all general practitioners, family practitioners, and pediatricians in Iowa who 
provide medical services to patients enrolled in Medicaid. Although this is an issue of 
national importance, time and budgetary constraints limited the target sample to the state of 
Iowa. Most of the literature has been focused on pediatricians as the primary care providers 
of children on Medicaid. However, information gathered in a study by V andeLune, Thieman, 
Lempers, and Curtis (2001) indicated that many individuals with special health care needs in 
Iowa rely upon general and family practitioners as their primary source of care. 
From the DHS list of 3,814 physicians, a random sample of 1,025 names was 
selected. Of the 1,025 names selected at random, 1000 were sent a copy of the four-page 
questionnaire, accompanied by a cover letter and a self-addressed stamped reply envelope. In 
the cover letter physicians were asked to return blank surveys if they chose not to participate. 
Each reply envelope was assigned a number corresponding to the physicians' name to track 
responses. Two weeks after mailing the surveys, reminder post cards were sent to the 667 
physicians who had not responded. Two wee~s after the post cards were sent, ( four weeks 
after the original mailing), a random sample of 500 physicians was selected from the list of 
630 who still had not responded. This list of 630 included the extra 25 names from the 
original sample that were not included in the original mailing to compensate for some of the 
wrong address returns. These 500 physicians were sent a second copy of the survey with a 
revised cover letter and another self-addressed stamped reply envelope. 
The quantitative responses were entered into the SPSS computer program for 
analysis. Qualitative responses were entered into an Excel spreadsheet for analysis. 
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RESULTS 
Response Rate 
From the sample of 1017 physicians, 149 surveys (14.6%) were returned by the postal 
system because of wrong addresses. Presumably 868 surveys reached the intended addresses. 
Of these· 868 surveys, 403 reply envelopes were returned by physicians for a response rate of 
46.4%. Of these 403 replies, 70 (8% of successfully mailed surveys) were returned blank. 
Twenty-four of these 70 indicated reasons for choosing not to participate, such as retirement 
and no child patients in their practice. Three hundred thirty-three surveys were completed 
partially or completely, for a participation rate of 38.4%. There was no reply from the 
remaining 465 physicians. 
The results of a chi-square test, alpha= .01, indicated that the representation of family 
practitioners, general practitioners, and pediatricians was not significantly different than what 
would have been expected based upon the population or sample representation. There was no 
statistically significant difference in the geographical representation of the responding 
physicians compared to either the population or the original sample. 
Survey Results 
The following results indicate those barriers identified by physicians for medical 
providers serving CSHCN, barriers in obtaining health care for CSHCN and their families, 
and other descriptive data regarding physicians' perceptions of Medicaid issues. 
To provide a baseline for comparison, Question 7 asked physicians to identify those 
barriers in providing care to all Medicaid children, not just those with SHCN. Table 3 
summarizes the frequency that each barrier was identified. 
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Table 3 
Perceived Barriers to Medical Providers When Serving Children Enrolled in Medicaid in 
General 
Barriers Times Identified % (N=333) 
Failure of patients to show up for appointments 105 31.5 
Low reimbursement rates 96 28.8 
Administrative burdens 80 24.0 
Difficulty providing continuity of care 75 22.5 
Prescribing medications 63 18.9 
Working with the families of the children 61 18.3 
Knowledge of Medicaid coverage and regulations 57 17.1 
Making referrals to specialists, therapists or other providers 52 15.6 
Delayed reimbursements 50 15.0 
Characteristics of the Medicaid population 34 10.2 
Extra time necessary for patient appointments 33 9.9 
Prescribing medical equipment and supplies 23 6.9 
Other 21 6.3 
Developmental changes in the children 7 2.1 
Knowledge of patients' conditions 4 1.2 
Ordering extra tests to increase reimbursement 4 1.2 
Other barriers identified by physicians that were not specifically enumerated in the 
survey include: problems with Medipass; patient transportation; patients' excessive 
utilization of unnecessary medical care; low parent education and compliance with 
physician's instructions, particularly health care follow-up; language barriers and cultural 
issues; transient families; and poor hygiene of children. Eight respondents emphasized the 
issue of patient failure to appear for appointments. One physician wrote, "Patients tend to be 
poor planners. [They] do _not understand the importance of continuity- do not follow 
instructions w/ meds, tend not to make and keep appointments but instead notoriously want 
to be seen on a walk in basis in clinic or ER." Several physicians mentioned that they have 
observed no differences between Medicaid and non-Medicaid children as patients. 
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Only 262 of the 333 participants filled the survey out past Question 7. This might 
have been because questions 8-15 referred specifically to children with SHCN. Physicians 
who have never or do not currently serve CSHCN might have felt it would be inappropriate 
to continue,past question 7. Question 8 asked about physicians' experience serving CSHCN. 
Of those who continued, 235 had served CSHCN currently or in the past. Twenty-one had 
never served CSHCN, while 5 were unsure, and one physician did not complete the question. 
In Question 9 participants were asked to identify those issues requiring special 
attention by medical providers when working with CSHCN enrolled in Medicaid. Table 4 
summarizes the results by frequency of responses. 
Table 4 
Perceived Issues Requiring Special Attention by Medical Providers When Serving CSHCN 
on Medicaid 
Issue 
Knowledge of their unique needs 
Times Identified 
206 
Knowledge of their unique condition 
Use of multiple care providers to meet all of the patient's needs 
Interaction and relationship with child's family 
Longer appointments compared to other Medicaid recipients 
Patient's need for medical equipment and supplies 
Patient's need for prescriptions 
Developmental changes in the child 
Knowledge of Medicaid coverage regarding CSHCN 
More frequent appointments than other Medicaid recipients 
Changing definition of "Special Health Care Needs" for Medicaid 
coverage 
Problems for their families 
Other comments 
205 
190 
175 
147 
144 
132 
127 
102 
95 
65 
45 
9 
% (N= 262) 
78.6 
78.2 
72.5 
66.8 
56.1 
55.0 
50.8 
48.5 
38.9 
36.3 
24.8 
17.1 
3.4 
The majority of additional comments related to this question involved family issues. 
Those commonly cited include transportation, stress related to demands upon the family to 
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care for the child, financial challenges, and the impact of the child's illness on the whole 
family. One physician wrote, "These people have a lot of burdens in their lives. Frequently, 
limited financial resources, plus a child with lots of problems." 
Question 10 asked participants to identify barriers to physicians when 
providing care to CSHCN enrolled in Medicaid. Table 5 summarizes the results. 
Table 5 
Perceived Barriers to Physicians Serving CSHCN on Medicaid 
Barrier Times Identified 
Low reimbursement rates 
Failure of patients to show up for appointments 
Administrative burdens 
Extra time for appointments 
Knowledge of Medicaid coverage and regulations for CSHCN 
In-depth knowledge of the child's unique condition 
Making referrals to specialists, therapists, or other providers 
Difficulty providing continuity of care 
Ambiguous Medicaid definitions"'of chronic illnesses or 
disabilities 
Prescribing medical equipment and supplies 
Changes in Medicaid definitions of chronic illnesses or 
disabilities 
Delayed reimbursements 
Working extensively with the families of the children 
Prescribing medication 
Developmental changes in the children 
Characteristics of the CSHCN Medicaid population 
Other 
Ordering extra tests and procedures to increase reimbursement 
126 
124 
117 
115 
105 
104 
93 
90 
83 
72 
70 
66 
64 
56 
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11 
11 
5 
% (N=262) 
48.0 
47.3 
44.7 
43.9 
40.0 
39.7 
35.4 
34.4 
31.7 
27.4 
26.7 
25.2 
24.4 
21.4 
12.6 
4.1 
4.1 
1.9 
There were few recurring themes among the comments for this question. There were 
several comments emphasizing the failure of patients to show up for appointments, though 
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these comments tended to focus on the reasons, such as lack of transportation and parental 
perceptions that doctor visits with specialists eliminate the need for visits with the family 
practitioner or pediatrician. There were a few comments regarding barriers with the 
administrative hassles. One physician noted, "In reference to administrative barriers, many of 
these require re-certification of lifelong problems. e.g. the same papers filled out monthly or 
quarterly for a problem that will not change over a lifetime. The redundancy in paperwork is 
astounding." 
Question 11 addressed barriers for children on Medicaid with SHCN that might be 
exacerbated compared to the barriers for other children on Medicaid. Table 6 summarizes the 
results. 
Table 6 
Perceived Barriers Exacerbated for CSHCN on Medicaid Compared to Medicaid Children in 
General 
Barrier Times Identified % (N = 262) 
Multiple medical providers involved in patient's care 139 53.0 
Transportation 137 52.3 
More frequent visits to physicians 94 35.9 
Medicaid coverage for equipment and supplies 81 30.9 
Medicaid coverage for prescription medications 77 29.4 
Special challenges for the child's family 65 24.8 
Other comments 6 2.3 
Many of the comments for this question specified challenges for the child's family. 
One of the most frequently named challenges was the intensity of time and energy necessary 
to care for the child with SHCN. Another provider commented on the challenges of multiple 
providers caring for the child. "Whose responsibility is it to make sure their health needs are 
met? The doctor or the people I send the paperwork, too?" 
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Question 12 asked participants to identify which service delivery method was best 
suited for serving CSHCN enrolled in Medicaid. Some respondents marked more than one 
delivery method. While 67 respondents felt there was no difference between the methods, 83 
chose primary care case management, 53 chose fee-for-service, and 7 chose managed care 
organizations. 
Question 13 asked physicians whether it would be acceptable for a physician to 
"manipulate" the Medicaid system in order to meet the needs of a child with SHCN. Of the 
216 physicians who answered the question, 119 (55.1 %) indicated that it would not be 
acceptable, 47 (21.7%) indicated that it would be acceptable, 45 (20.8%) indicated that it 
would depend on the situation, and 5 (2.3%) were unsure. Comments expressed strong 
sentiments on both sides of the question. Comments against manipulating the system hinged 
primarily upon the idea of manipulation as fraud and harsh consequences if caught. 
Comments against manipulation included: 
• "There are proper procedures. If everyone 'cheats' the system we all lose." 
• "It is illegal and constitutes Medicaid fraud; a felony punishable by incarceration." 
• "When you try to 'do right' by patient, if you fool around you will be crushed by the state 
for your efforts." 
• "The system will not be 'fixed' if people work around it." 
• "The system may need to be changed and that is what should be done." 
Those respondents indicating that manipulation was acceptable wrote comments typically 
focused on the best interest of the patient. Most comments expressed tolerance of "bending" 
Medicaid rules, though not blatant "breaking" of the rules. Several of these comments 
included: 
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• "If the medical needs of the child require additional services or referrals not normally 
covered, but the system can be 'manipulated' to provide these, I think it is in the best 
interest of the child to do so at the cost of bending arbitrary bureaucratic rules." 
• "The child's optimal care is first and foremost and bureaucracy be damned." 
• "The program is for the benefit of children and should be manipulated to achieve that 
end." 
• "All govt. programs are stiff and 'letter of the law.' Some children need 'spirit of the 
law."' 
• "Non-medical persons are making medical decisions of what is necessary in treatment 
and evaluations. So we have to play the game and some MDs will outsmart the system." 
The comments corresponding to manipulation being dependent upon the situation 
typically stated it is only acceptable to manipulate within the bounds of the law. Some 
comments include: 
• "l. Patient needs are paramount. 2. All government systems have some elasticity that 
allows a degree of lawful manipulation." 
• "Only if care could not be obtained otherwise and was for [a] serious problem." 
• "It is not acceptable to falsify information or try to defraud in any way, but knowing 
what the rules are helps to maximize the patient benefits." 
• "If you have to reword a medical prob[lem] to get it covered you do. For example, you 
don't write 'failure to thrive' (not covered). You write 'lack of normal physiological 
growth' (covered)." 
• "The patient needs are sometimes more important than arbitrary rules unrelated to 
reality.'' 
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Question 14 asked participants whether they had ever done anything not covered or 
allowed by Medicaid to ensure a SHCN child's medical well-being. Of the 240 participants 
who completed this question, 163 (67.9%) indicated that they had done something not 
covered or allowed by Medicaid, 75 (31.3%) indicated that they had not, and 2 (0.8%) were 
unsure. Of the 163 who indicated they had done something not covered or allowed by 
Medicaid, 84 (51.5%) indicated that they had given patients free samples of prescription 
medications, usually those not covered by Medicaid. One doctor provides "medications, if 
available by sample, that are able to provide better outcome, or supplies from the office for 
dressings/splints that are not reimbursed." Four doctors specifically mentioned providing 
samples for antihistamines and allergy medications not covered by Medicaid. Others 
repo~edly allocated free samples to allow the patient to begin taking the medication before 
Medicaid could process the paperwork and approve the prescription. One physician 
indicated, "I always provide samples of medications until approval is granted." Another 
reported, "Often. It takes many months to get the 'o.k' to use many meds." Other comments 
reveal that physicians waive charges for office visits and loan or provide free medical 
equipment and supplies. One physician reported personally paying for a patient's 
prescription. 
The final question of the survey asked physicians to provide any additional comments 
regarding CSHCN enrolled in Medicaid and their role as a health care provider for these 
children. Some of these comments include: 
• "At our office we treat children the same regardless of their insurance status. It may be 
more difficult at times when we have to jump thru 'hoops;' example, not being able to 
prescribe drugs we want without documenting numerous failures of other meds." 
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• "Overall program is very good. Esp. compared to other states. These kids can get 
good/equivalent care compared to private insurance coverage." 
• "The system is terrible, as usual, with low reimbursement rates, government idiots telling 
us how to practice medicine and constant interference. Third-world medicine is better 
than the U.S. Medicaid system of care." 
• "Mostly I just try to take care of the patient. There are so many systems with Medicare, 
Medicaid, insurance companies and managed care systems that doctors can't keep up 
with all of their rules. I constantly have to redo work because something I decided was 
medically indicated for my patient but coverage providers have rules against certain 
services ( often based on financial decisions, not patient care decisions)." 
• "Many docs feel these patients are burdensome, but many also feel there is a professional 
obligation to care for these people, its just that if you assume too many and follow the 
rules you will go out of business!" 
• "We are advocates for children and feel a responsibility to try to help kids. I feel the 
health care system essentially uses this attitude to its economic benefit. What other 
'safety net' providers provide services at their own cost? Grocery stores who get food 
stamps get full reimbursement for their goods. If the poor get heating allowances, the 
natural gas co. get full reimbursement. If the parent buys cigarettes and gas for their car, 
they are not paying ½ price." 
• "Someone niust care for these patients. As poor as the pay source is, were it not for XIX 
services we would have to do it for free." 
• "No problem. Referrals to specialists work well in this area of the state." 
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• "Most Dr's who care for the above [patients] do what they must to insure care. They are 
not so concerned about cost as govt. programs in the midwest, esp. Iowa, are worst in the 
nation as it pertains to reimbursement. Referral to other specialists have been quite easy, I 
might add." 
Comparisons were made of the total number of barriers identified based upon physician 
demographics, such as gender, length of time in practice, physician type (pediatrician versus 
family practitioner, M.D. versus D.O.), and age. The only statistically significant difference 
was in the average total number of barriers identified for serving all children on Medicaid 
children in general, based upon physician gender. An alpha level of .01 was used in an 
independent samples t-test, equal variances not assumed (12 = .007). Females reported more 
barriers (N = 77, M = 3.68, SD= 2.94) than males (N = 185, M = 2.61, SD= 2.66). 
Statistically significant differences in the total number of barriers identified based upon 
whether participants had ever served CSHCN were also detected. Physicians who currently 
serve CSHCN identified more barriers than those who had never served CSHCN. The 
results are summarized below in Table 7. Independent samples t-tests were used at an alpha 
level of .01, equal variances not assumed. Only participants who identified at least one 
barrier were included in these analyses. 
Statistically significant differences were also detected between those who have ever 
served CSHCN (including those only serving CSHCN in the past) and those who have never 
served CSHCN. Those who have ever served CSHCN report more issues requiring special 
attention when working with CSHCN and more barriers to providers serving CSHCN than 
those who have never served them. The results are summarized in Table 8. An independent 
samples t-test was used with an alpha level of.01, equal variances not assumed. 
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Table 7 
Mean Number of Issues and Barriers Reported for Those Currently Serving CSHCN and 
Those Who Have Never Served CSHCN (those who only served CSHCN in the past not 
included) 
Group N 
Barriers serving all Medicaid children 
Currently serving CSHCN 215 
Never served CSHCN 21 
M 
3.02 
1.90 
SD 
2.81 
1.73 
Issues requiring special attention by medical providers for CSHCN on Medicaid 
.013 
Currently serving CSHCN 215 6.52 3.13 .002 
Never served CSHCN 21 3.57 3.80 
Barriers to medical providers serving CSHCN on Medicaid 
Currently serving CSHCN 215 5.34 
Never served CSHCN 21 3.29 
Table 8 
3.75 
2.74 
.004 
Mean Number of Issues and Barriers Reported for Those Ever Serving CSHCN (including 
those who have only served CSHCN in the past) and Those Who Have Never Served 
CSHCN 
Group N M SD Q 
Issues requiring special attention when serving CSHCN 
Ever served CSHCN 235 6.55 3.23 .002 
Never served CSHCN 26 3.85 3.93 
Barriers to physicians serving CSHCN 
Ever served CSHCN 235 5.33 3.74 .010 
Never served CSHCN 26 3.50 3.20 
There were no statistically significant differences in the total number of issues or 
barriers reported between those physicians currently serving CSHCN and those who only 
served CSHCN in the past. 
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CONCLUSION 
Discussion 
The results of this study indicate that physicians perceive barriers in both the direct 
provision of medical care for CSHCN, such as missed appointments, and in the bureaucracy 
of the Medicaid system, such as administrative burdens. The top five barriers to physicians 
serving all children on Medicaid were: failure of patients to show up for appointments, low 
reimbursement rates, administrative hassles, difficulty providing continuity of care, and 
prescribing medications. These findings support common findings in other studies of 
physicians' participation in Medicaid services. The top five issues requiring special 
consideration when working with CSHCN on Medicaid are: knowledge of the child's unique 
needs, knowledge of the child's unique condition, involvement of multiple health care 
providers in the child's care, working with the child's family, and longer time needed for 
appointments. The top five barriers to physicians when serving these children include: low 
reimbursement rates, patient failure to show up for appointments, administrative hassles, 
extra time necessary for appointments, and knowledge of Medicaid coverage. The barriers 
for CSHCN seeking medical services are the use of multiple providers, transportation, 
frequent visits, obtaining medical equipment and supplies, and prescription medications. 
These barriers and issues interact with one another, creating special circumstances for 
CSHCN on Medicaid and the physicians who serve them. The three most frequently cited 
barriers for physicians serving all Medicaid children and those with SHCN are low 
reimbursement rates, failure to show up for appointments, and administrative burdens. 
Because physicians report more frequent and longer appointments for CSHCN, when these 
patients fail to show up for appointments, the result is a greater loss of time and 
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reimbursement for the physicians. Also, because CSHCN have chronic conditions, repetitive 
documentation of the child's condition may be especially tedious for physicians, enhancing 
the agitation over administrative hassles, such as extensive paperwork. CSHCN have more 
frequent doctor appointments than other children and transportation has been identified as a 
major barrier to obtaining health care, both by this study and in other literature. These are 
barriers not only for the children and their families, but also for the physicians who have 
noted missed appointments as a problem, which undoubtedly also contributes to difficulties 
providing continuity of care. This may be especially problematic in rural states like Iowa 
with little intrastate public transportation, where specialists and well child clinics may be 
located far from the child's home. CSHCN rely upon the use of multiple providers and the 
literature indicates that these children are more likely to come from families with low 
incomes. Low-income jobs may not lend themselves to parents transporting children to 
multiple doctor appointments without a loss in wages. 
Primary care case management (PCCM) was the most frequently preferred method of 
service delivery (indicated by 83 physicians), 67 respondents indicated that there was no 
difference, followed by 53 in favor of fee for service, and only 7 for managed care. Perhaps 
this allows physicians to maintain improved care continuity compared to other methods 
because under PCCM the primary care physician is responsible for overseeing the patient's 
total health care, including referrals. 
Though many physicians identified barriers such as low reimbursement rates and 
administrative hassles, it appears that they have not become so disillusioned with the 
Medicaid system that they are willing to go around the law to serve their patients. Fifty-six 
percent indicated it would not be acceptable to "manipulate" the system. Since so many of 
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the written comments reflect physicians' commitment to their patients' well-being, 
presumably most physicians feel this can be accomplished within the confines of existing 
Medicaid policy, though there is still room for improvement. Social desirability might also 
have contributed to the majority of physicians indicating that "manipulation" was not 
acceptable. The word "manipulation" holds different meaning for different people. Some 
physicians associated manipulation with fraud and illegality. Because the survey was 
confidential and not anonymous, some physicians might have indicated that it was not 
acceptable to manipulate the system, when in reality they might find it acceptable. 
Over 50% of the physicians who indicated they had done something not allowed or 
covered by Medicaid to better serve a patient mentioned distributing free prescription 
samples to patients, either because Medicaid did not cover the medication or to carry the 
patient until paperwork could be processed to obtain the prescription through Medicaid. This 
may reflect a need for Medicaid policy to include more prescription medications or to allow 
broader physician discretion in prescribing medications. This may be especially important for 
CSHCN because obtaining prescription medications was identified by physicians as being 
more difficult for these children. Perhaps the issue of doling out sample medications 
appeared so frequently in the written comments because it was the example given in the 
survey question. It may have lead responses in that direction. Had that example not been 
present, perhaps the administration of sample medications would have appeared less 
frequently or another activity may have appeared more frequently. 
Physicians who have served CSHCN identified more barriers than those who have 
not, suggesting that physicians serving CSHCN actually have experienced many of these 
barriers, not just hypothesizing or expecting them. Female physicians identified more barriers 
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than male physicians. Perhaps this is due to specialty, as proportionally more females 
specialized in pediatrics than the male~. 
Policy Implications 
This study has confirmed many of the barriers reported in other literature and might 
be informative for policymakers, health care lobbyists, physicians, CSHCN and their 
families, as well as taxpayers. It does begin to shed some light on the special barriers 
CSHCN and their physicians may face compared to other Medicaid children. The response 
and participation rates in this study suggest that physicians have a strong interest in this topic 
and are willing to provide feedback regarding the Medicaid system if it that information is 
solicited in a time-efficient manner. 
The issues of low reimbursement rates and administrative hassles deserve attention. If 
the demographics of the Medicaid population continue to become sicker and younger, and 
because the barriers for physicians might be greater when serving CSHCN on Medicaid, 
improving reimbursement and reducing administrative hassles might increase the incentive 
for physicians to serve this population. One way to reduce administrative hassles would be to 
make better use of the technology available, such as the Internet. Secure systems and 
connections could be established between Medicaid offices and Medicaid physicians that 
only required updating information on Medicaid patients. Instead of reiterating the same 
information on a child's permanent condition after every visit, the information could simply 
be updated whenever a change in condition is documented. Using computer technology 
would provide quicker updates, facilitate approval for treatment and medications, and reduce 
the paperwork that is so frustrating to service providers. Perhaps high initial costs to establish 
such a network have deterred Medicaid officials from implementing such a system. 
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Physicians in this study indicated that they must pay special attention to the child's 
unique condition and needs when serving children with SHCN. The literature indicates that 
many pediatricians do not have extensive training regarding CSHCN. Finding new ways to 
provide physicians with information and resources on SHCN, through highly accessible 
informational materials, enhanced training in medical school, seminars, etc. could serve as a 
vital support for these physicians. 
A rural state like Iowa should address the transportation issue that contributes to 
barriers for children and their physicians. It is unknown whether the transportation barriers 
identified were related to a lack of reliable automobiles or to difficulties transporting children 
with disabilities, such as those in wheelchairs. Without a way to travel to appointments, 
missed appointments will continue to be an issue for physicians and children's health will 
suffer. Physicians in this study indicated that the use of multiple medical providers, more 
:frequent visits to physicians, and transportation are barriers exacerbated for CSHCN 
compared to other children on Medicaid. Increased utilization of care coordination services, 
commonly provided through nurses and/or social workers, might help alleviate some of these 
barriers. Currently, Medicaid funds are not generally designated to cover care coordination 
services. Specifically allocating Medicaid funds for care coordination services might increase 
their utilization. 
Limitations of Study 
The results of this study are based on the experiences of physicians in the state of 
Iowa. Depending upon the regulations in other states, these same issues may or may not be 
relevant outside of Iowa. 
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The survey instrument used in this study limited the conclusions that might be drawn 
from the data. Piloting the survey to a percentage of the original sample would have been 
useful for improving the survey. Only 262 participants indicated at least one barrier or issue 
facing CSHCN on Medicaid and the physicians who serve them. The survey itself did not list 
an option for "no barriers" on any of the questions. It is unknown whether the 71 participants 
only partially completed the surveys or whether they actually perceived no barriers. Evidence 
suggesting that they only partially completed the survey was in the abstinence of answering 
questions 12-14, which asked them to check a single, closed-ended option. It is possible that 
had these 71 participants completed the total survey, some of the identified barriers would be 
more frequently cited than indicated by the current results. Also, there was no way for 
physicians to indicate the intensity or rank of the barriers they indicated. Understanding 
which barriers cause the greatest impairment to providing or obtaining health care could have 
provided valuable insight. 
Implications for Future Research 
This study does not offer comprehensive insight into the barriers faced by CSHCN on 
Medicaid and the physicians who serve them. It was intended as an exploratory study to 
begin investigating how these barriers might differ for children with special needs. It was 
also intended to shed light on the perspective of physicians, who are vitally important in the 
health care of these children, but whose input often is conspicuously absent. Participation in 
this study suggests that physicians would be willing to provide further input. Further study in 
this area is needed. Points of interest for future research include differences in the number of 
barriers identified between male and female physicians, transportation issues, and asking 
physicians to indicate the intensity or rank of the barriers they encounter. An investigation of 
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physicians' ethics regarding meeting patients needs and going around Medicaid regulations 
would also be an interesting topic for future research. 
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APPENDIX 
IOWA STATE UNIVERSITY 
OF SCIENCE AND TECHNOLOGY 
DATE: December 14, 2000 
TO: Angela Curtis 
FROM: Janell Meldrem, IRB Administrator 
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Human Subjects Research Office 
221 Beardshear Hall 
Ames, IA 50011 
515/294-4566 
FAX: 515/294-8000 
RE: "Medicaid policy for children with special health care needs: physician perspective" 
IRB ID 01-292 
TYPE OF APPLICATION: New Project Continuing Review Modification 
The project, "Medicaid policy for children with special health care needs: physician perspective" has 
been approved for one year from its IRB approval date December 13, 2000. University policy and 
Federal regulations (45 CFR 46) require that all research involving human subjects be reviewed by 
the Institutional Review Board (IRB) on a continuing basis at intervals appropriate to the degree of 
risk, but at least once per year. 
Any modification of this research project must be submitted to the IRB for prior review and 
approval. Modifications include but are not limited to: changing the protocol or study procedures, 
changing investigators or sponsors ( funding sources), changing the Informed Consent Document, 
an increase in the total number of subjects anticipated, or adding new materials ( e.g., letters, · 
advertisements, questionnaires). 
You must promptly report any of the following to the IRB: (1) all serious and/or unexpected adverse 
experiences involving risks to subj-ects or others; and (2) any other unanticipated problems involving 
risks to subjects or others. 
You are expected to make sure that all key personnel who are involved in human subjects research 
complete training prior to their interactions with human subjects. Web based training is available 
from our web site. 
Ten months from the IRB approval, you will receive a letter notifying you that the expiration date is 
approaching. At that time, you will need to fill out a Continuing Review Form and return it to the 
Human Subjects Research Office. If the project is, or will be finished in one year, you will need to 
fill out a Project Closure Form to officially end the project. 
Both of these forms are on the Human Subjects Research Office web site at: 
http://grants-svr.admin.iastate.edu/VPR/humansubj ects.html. 
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IOWA STATE UNIVERSITY 
0 F S C I E N C E A N D T E C H N' 0 L O G Y 
January 10, 2001 
Dear Medical Provider: 
College of Family & Consumer Sciences 
Department of Human Development & 
Family Studies 
1086 LeBaron 
Ames, Iowa 50011-1120 USA 
515-294-6220 
FAX: 515-294-2502 
e-mail: acurtis@iastate.edu 
My name is Angela Curtis and I am a master's student at Iowa State University conducting a research 
study for my thesis. I am interested in identifying barriers to health care for children with special 
health care needs (CSHCN) enrolled in Medicaid and their medical providers. There is very little 
information on this topic. There is even less information on the perceptions of medical providers 
such as you. I believe you are an important source of information and will provide valuable insight. 
I realize your time is limited with your busy schedule. I have tried to design this survey with time 
efficiency for respondents in mind. This is an important topic and I hope you will take the time to fill 
out this survey and return it in the enclosed, postage paid envelope. Your participation is voluntary 
and you are under no obligation to complete this survey. However, I hope you feel it is worth your 
time to respond. 
All responses are confidential. Please feel free to elaborate on any response or provide any 
additional information you feel is relevant. If you choose not to participate, please return the blank 
survey in the enclosed envelope so that no future reminders will be sent to you. If you have any 
questions about this research, please feel free to contact me or my major professor, Dr. Alice 
Thieman. 
To receive a summary of the survey results, please e-mail or call with your request. 
Thank you for your time. 
Sincerely, 
Angela R. Curtis 
Iowa State University 
acurtis@iastate.edu 
(515) 294-6220 
Dr. Alice Thieman 
Iowa State University 
aathiema@iastate.edu 
(515) 294-6319 
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Children with Special Health Care Needs Enrolled in Medicaid 
Physician Survey 
Thank you for taking the time to complete this survey. We are interested in what physicians perceive as barriers 
in medical service for children with special health care needs (CSHCN) who are enrolled in Medicaid and their 
families. For this study, CSHCN are defined as those with a chronic illness or disability. To ensure that we 
accurately interpret your information, please write clearly or, if it is more convenient, attach typed responses. 
You may also attach additional hand-written pages if more space is needed to respond. Additional pages should 
clearly indicate to which question you are responding. Your response will remain absolutely confidential. 
Please indicate your specialty. ( check one) 
_ general practitioner 
_ family practitioner 
_ pediatrician 
_ specialist, type ________________ _ 
_ other, explain _________________ _ 
What is your gender? _M _F 
What is your age? ___ years. 
Where did you attend medical school? 
The United States 
_ Another country. Where? ___________ _ 
How long have you been in medical practice? 
_ 1-5 years 
_6-l0years 
_ ll+years 
1. Please indicate your professional medical relationship with Medicaid patients: ( check one) 
_ I currently serve Medicaid patients. (go to #2) 
_ I have served Medicaid patients in the past, but not currently. How long ago? . years. 
(go to #6) 
_ I have never served Medicaid patients. (go to #6) 
2. How long have you provided services to Medicaid patients? 
_ 1-5 years 
_ 6-10 years 
_ 11+ years 
3. Approximately what percentage of your patients are children enrolled in Medicaid? __ 
4. Do you currently accept new Medicaid patients? 
Yes 
_ No, Why not? Please explain: 
Continue on back. 
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5. As a Medicaid provider, do ( did) you provide services through ( check all that apply): 
_ Primary Care Case Management (PCCM) 
_ Comprehensive Managed Care Organization (MCO); [health management organization] 
_ Fee-For-Service (FFS) 
_ Other; _______ Please explain: 
(If you currently provide care to Medicaid patients, skip question #6 and go on to #7) 
6. Why have you stopped providing or never provided care to Medicaid patients? ( continue to #7) 
_ No Medicaid patients requested my services 
Low reimbursement rates 
_ Delayed reimbursement 
Administrative burden 
_ Characteristics of the Medicaid population 
_ Other comments; Please explain: 
7. Which, if any, of the following create barriers to you as a medical provider when serving children enrolled in 
Medicaid in general? ( children who do not have SHCN) 
Check all that apply. 
_ Characteristics of the Medicaid population; Please explain below: 
_ Failure of patients to show up for appointments 
_ Extra time necessary for patient appointments 
_ Difficulty providing•continuity of care 
_ Developmental changes in the children 
_ Working with the families of the children 
_ Making referrals to specialists, therapists, or other providers 
_ Prescribing medications 
_ Prescribing medical equipment and supplies 
_ Knowledge of Medicaid coverage and regulations 
_ Knowledge of patients' conditions 
Low reimbursement rates 
_ Delayed reimbursements 
_ Administrative burdens, such as extensive paperwork 
_ Ordering extra tests and procedures not absolutely necessary to increase reimbursement 
_ Other comments; Please explain: 
When answering the following questions, please focus on children with Special Health Care Needs enrolled 
in Medicaid. 
8. Do you currently, or have you ever, provided medical care to children enrolled in Medicaid with Special 
Health Care Needs (CSHCN)? 
_ Yes, currently 
_ Yes, in the past, but not currently. How long ago? __ years. 
I have never served Medicaid children with SHCN. 
Continue on next page. 
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9. Which of the following require special attention by you as a medical provider when working with children 
enrolled in Medicaid who have SHCN? (Check all that apply.) 
_ Knowledge of their unique condition 
_ Knowledge of their unique needs 
_ Interaction and relationship with child's family 
_ Use of multiple care providers to meet all of the patient's needs 
_ Patient's need for prescriptions 
_ Patient's need for medical equipment and supplies 
_ Knowledge of Medicaid coverage regarding CSHCN 
_ Extra time needed with physician during appointments, compared to other Medicaid 
recipients 
_ More frequent appointments than other Medicaid recipients 
_ The changing definition of"Special Health Care Needs" for Medicaid coverage 
_ Developmental changes (physical, cognitive, social, emotional) in the child 
_ Problems for their families; Please explain: 
_ Other comments; Please explain: 
10. Which, if any, of the following create barriers to you as a medical provider when providing care to children 
with SHCN enrolled in Medicaid? (Check all that apply.) 
_ Failure of patients to show up for appointments 
_ Extra time required for patient appointments 
_ Difficulty providing continuity of care 
_ Developmental changes in the children 
_ In-depth knowledge of the child's unique condition 
_ Working extensively with the families of the children 
_ Making referrals to specialists, therapists, or other providers 
_ Prescribing medications 
_ Prescribing medical equipment and supplies 
_ Knowledge of Medicaid coverage and regulations regarding CSHCN 
_ Changes in Medicaid definitions of chronic illnesses or disabilities 
_ Ambiguous Medicaid definitions of chronic illnesses or disabilities 
Low reimbursement rates 
_ Delayed reimbursements 
_ Administrative burdens, such as extensive paperwork 
_ Ordering extra tests and procedures not absolutely necessary in order to increase 
reimbursement 
_ Characteristics of the CSHCN Medicaid population; Please explain below: 
_ Other comments; Please explain: 
Continue on back. 
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11. Which of the following barriers have you observed for children enrolled in Medicaid that may be 
exacerbated by their SHCN, compared to children enrolled in Medicaid who do not have SHCN? (Check all that 
apply.) 
_ Transportation 
_ Medicaid coverage of prescription medications 
_ Medicaid coverage of equipment and supplies 
_ More frequent visits to physicians 
_ Multiple medical providers involved in patient's care 
_ Special challenges for the child's family; Please explain: 
_ Other comments; Please explain: 
12. In your opinion, which service medium is best for children enrolled in Medicaid with SHCN? 
_ PCCM (Primary Care Case Manager) 
_ MCO (Managed Care Organization) 
_ FFS (Fee-for-Service) 
_ No difference, all the same 
Other -------
Please explain: 
13. In your opinion, would it be acceptable for a physician to "manipulate" the Medicaid system in order to 
meet the needs of a child with SHCN? 
_ Yes; Please explain: 
_ No; Please explain: 
_ Depends; Please explain: 
Other comments; Please explain: 
14. Have you ever done anything to ensure a SHCN child's medical well-being that was not covered or allowed 
by Medicaid, such as give a patient a month's supply of free medical samples for a prescription not covered by 
Medicaid? 
_ Yes; Please explain: 
No 
15. Please add any additional comments that you may have regarding CSHCN enrolled in Medicaid and/or 
your role as a health care provider for these patients. 
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Qualitative Responses 
Responses are sorted by confidential identification numbers. Brackets indicate which option 
was checked and the written comment elaborated upon. Question marks inside of brackets 
indicate illegible handwriting. 
ID Question 4: "Do you currently accept new Medicaid patients?" 
27 [No]; Practice is now half-time Fam. Med halftime Oc-Med. 
28 [Yes];We see all patients who come to the ER for services. 
125 [No]; Practice is closed to all pts currently. Also T 19 very hard to work with. 
132 [No]; Generally not taking new patients of any sort 
160 [No]; Burdensome bureaucracy.-especially with respect to vaccination replacement program 
163 [No]; I currently do not accept any new patients 
186 [No]; We cap Medicaid at 10% 
217 [No]; Call before accepting 
291 [No]; Poor reimbursement 
314 [No]; I have changed practices recently. 
380 [No]; Not accepting any new patients 
381 [No]; "Mature"/full practice and economics- (It doesn't pay!) 
405 [No]; Topped out 
418 [No]; I'm in the process of changing to part-time status, so am limiting new patients. 
450 [Yes]; But may not be for much longer because reimbursement is so low. 
460 [No]; Practice is full 
488 [No]; I can't accept any new patients; I'm too busy. 
511 [No]; Poor reimbursement 
586 [No]; I can't afford to with such a low reimbursement rate. 
601 [No]; Practice closed to all new patients. 
654 [No]; Practice only part time 
656 [Yes] ;Only from our county 
682 [No]; Reimbursement has been poor. Also, since we do not participate in immunization 
program- any Medicaid pts who are seen by me and who require shot need to go to health 
dept to get shot. 
694 [No]; Reimbursement is so poor, it's not worth accepting them. 
704 [Yes];Iftaking care of family member. Not currently accepting any new patients. 
711 [No]; Not taking any new patients 
761 [No]; Practice full. Any new pts I do see new Medicare JB pts and with their families/kids. 
770 [Yes] ;But very minimally due to reimbursement issues 
799 Limiting my practice to a set # because reimbursement is so low. If I'm lucky, it's a break 
even figure; I often lose $ seeing them. But I feel it is my duty. I see/accept new pts by 
referral from their doctors or as my old pts leave. 
818 [No]; I have a full practice and take only family members of current pts ( that would include 
Medicaid). 
872 [No]; These patients are too demanding and do not keep appointments 
885 [No]; Reimbursement, percentage of Medicaid pts in practice exception are new pts born to 
existing pts and those established to become Medicaid 
915 [No]; I don't accept any new patients. My practice is closed. 
958 [No]; Reimbursement levels so low as to only cover overhead. Basically, free care from 
physician. 
959 [No]; Poor reimbursement 
ID 
26 [Other]; Emergency care. We see anyone who requests care. 
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ID Question 6: "Why have you stopped providing or never provided care to Medicaid 
patients?" 
25 [Other]; Small population of University students. Do not see children due to University. 
147 [Other]; Rule of Medipass program at it origination 
160 [Characteristics of population]; Very difficult to care for- missed appointments-
314 [Other]; Currently work for Veteran Services 
654 Practicing only part-time 
675 [Other]; 0cc. Med only 
ID Question 7: "Which of the following create barriers to you as a medical provider when 
servin2 children enrolled in Medicaid in 2eneral?" 
1 {Other]; Large percentage are transient and leave area 
23 fOther]; I work at a university student health center. We see no pediatric patients. 
25 [Other]; University rules. 
36 [Characterisitics of population]; Language barriers. Sometimes their care is taken for granted. 
Coverage not appreciated by recipeint (i.e. parent). [Prescribing medications]; Occasionally 
the best drug for a condition is restricted by Medicaid i.e. for seasonal allergies. 
63 [Other]; Difficulty getting patients in. Transportation. 
83 [Other]; Non-compliance 
87 [Medicaid regulations]; Some very changeable 
89 [Other]; I've noted no significant differences from other kids. 
90 [Other]; Patients have difficulty w/ transportation to appointments 
91 [Characteristics of population]; General behavior and hygeine at times has a negative impact 
on my staff and other pts. in the waiting room. 
92 [Other]; Nearly impossible to get dental care 
122 [Characteristics of population]; Unique family issues at home- i.e. single mom- issues of 
child neglect and abuse 
147 [Other]; Not taking new pts. 
153 [Prescribing medications]; Medicaid does not cover all medications or places restrictions on 
their use. [Other]; More frequent, unecessary visits-may be due to lack of knowledge or 
because Medicaid pays so they do't worry if incurring extra costs. 
169 [Characteristics of population]; Biggest barrier is family dynamics, structures. Parents are 
usually uneducated, overworked. Often poor understanding of childhood behavior and 
development. Often the kids run the household rather than the parents. Kids teeth unbrushed, 
hair uncombed, etc. Diet consists of fast food (snacks, pop). Parents smoking associated with 
repeated respiratory infections. 
207 (Other]; Often split families with multiple partners 
216 [Low reimbursement]; Recently got better 
224 I do not really perceive any barriers. Medicaid patients are as welcome as anyone else in our 
practice. [Other]; Billing hassles! Medicaid will not pay for "mental health" related problems 
like ADD, depression, etc. 
299 [Continuity of care]; When they are changed to a different Medicaid plan and their primary 
care provider is changed. [Prescribing medications]; When the medication prescribed is not 
covered by Medicaid 
311 [Other]; Medipass is a hinderance. 
341 [Other]; It is difficult to coordinate care with the primary care taker. Patients also may not 
have phones. 
345 [Other]; Language barriers, cultural issues 
365 It seems they have no trouble getting to me or me to them. There is a higher "no show" rate 
for our Medicaid patients. 
367 Parents of Medicaid children often seem more demanding than my other patient populations; 
Coverage restrictions. [Extra tests]; Never! That's called fraud! 
381 Failure to show up]; Occasional [Prescribing medications]; Restrictive formularies 
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411 I have no special barriers regarding Medicaid patients in general. 
414 [Other]; Monthly requirement for eligibility. Would like to see 12 mo coverage. Gatekeeper 
issue. 
430 [Working with child's family]; If they do no comply or return for follow up. We receive 
reimbursement to the level of our overhead cost. This means we volunteer this care at the 
expense of the loss of our time which could have been used by a paying pt. 
453 [Other]; Patients tend to be poor planners- do not understand the importance of continuity- do 
not follow instructions w/ meds, tend to no make and keep appointments but instead 
notoriously want to be seen on walk in basis in clinic or ER. 
477 [Other]; The Medipass regulations are a problem for us. Patients are assigned to me that I 
have never seen and who never come in. But we are frequently called by other hospitals and 
physicians to give permission for treatment. If we do not give permission, those providers are 
not paid. But I have to information or knowledge of the patient so my pennissoin is actually 
meaningless. 
478 The Medipass program is faulty; we're assigned patients from a distance who never have and 
never will come to us; we get calls from other providers months after they've seen someone 
on our list- asking for permission (retroactive) to see them. 
488 [Referrals]; Referrals because failure to show and extra time necessary; [Medical equipment]; 
For them to get equipment; [Low reimbursement]; Especially for extra time spent. 
491 [Characteristics of population]; Poor parenting skills, single parents, often working, lower 
socioeconomic standing 
494 [Other]; In ER, special circumstances occur. Medipass. May get visit from a pt requiring 
hospitalization but can't get "authorization". We take care of patient but don't get paid. 
501 No barriers 
509 [Other]; Non english speaking refugee immigrants (e.g. Somalian) 
514 [Other]; Failure of parent to follow up plan of care 
560 [Characteristics of population]; Some families have poor attitudes towards health and 
prevention. Poor compliance with recommendations and management. 
604 None 
611 [Other]; Dental care barriers 
613 [Other]; Routine problems usually but "shunted" to LC. makes it difficult for families who 
could be care in their communities. 
628 [Prescribing medications]; Prior approval and having to call 1-800 number and waiting Adm 
burden; esp. with immunizations 
640 [Characteristics of population]; Move a lot, low education, poor attitude 
644 [Characteristics of population]; Generally I have no problem but they definitely fail to show 
more often than other patient groups 
649 [Other]; Excessive utilization of medical care by parents and these children for things that do 
not need to be seen. Also unecessary ER visits. 
676 [Characterisitics of population]; 1. Decreased interest in health care, particularly preventive 
care 2. Lack of education 3. Decreased commitment to followup. 
710 [Characteristics of population]; Noncompliance; difficulty contacting no phone or no 
forwarding address; inability to appropriately prescribe drugs unless they are generic/OTCs. 
711 Failure to show up]; This is major 
761 [Low reimbursement]; This has improved in Iowa recently but still low. 
770 [Other]; The vaccine reimbursement is aweful. Much easier previously when financial 
reimbursement given. 
790 None 
795 [Other]; Problems Rx for certain medications approved 
834 None 
838 Failure of patients to accept responsibility of their care. For example, failure to call before 
going to ER. 
841 [Prescribing medications]; Especially prescribing rules 
57 
- --- - 884 [Delayed reimbursement]; Esp So.Dakota 12-18 month normal so I dmp-S.D. 
935 [Characteristics of population]; Adults many times irresponsible knowledge ofpt cond; 
medical records [Extra tests]; Illegal 
958 Parents less educated about viral vs. bact; Much anger toward health care providers 
1017 None 
ID Question 8: "Do you currently, or have you ever, provided medical care to children 
enrolled in Medicaid with Special Health Care Needs?" 
211 I don't treat children in my practice 
604 don't know what SHCN are 
915 I don't know. I care for children with disabilities etc but don't know if they are in the CSHCN 
program. 
ID Question 9: "Which of the following require special attention by you as a medical 
provider when workin2 with children enrolled in Medicaid who have SHCN?" 
1 [Problems for families]; Language and social barriers 
24 [Problems for families]; Financial concerns. 
26 [Other]; I only take care of the emergent situation. 
63 [Problems for families]; Transportation 
69 [Problems for families]; Seems to be a high frequency of single parent homes and substance 
abuse 
87 Have worked with no special programs, but multiple chronically ill children; [Other]; Has not 
come up in my practice. 
97 This is hypothetical as I don't treat special needs children 
136 [Problems for families]; Incredible burden on parents, jobs, interaction with other sibs. 
187 [Problems for families]; Financial problems 
226 [Problems for families]; As relating to the expectations/abilities required and possessed by 
the family 
312 [Problems for families]; Financial, transportation, etc. 
352 [Interaction with family]; OCC poor compliance to recommendations 
353 [Problems for families]; Psychosocial, economic, etc. 
380 [Medical Supplies]; Esp. durable med. equip 
406 [Interaction with family]; All have been placed in home for children 
418 [Problems for families]; These people have a lot of burdens in their lives. Frequently, limited 
fmancial resources, plus a child with lots of problems. 
432 [Other]; Poor compliance, poor flu with some patients 
488 [Problems for families]; Usually low income 
494 [Problems for families]; Bureaucracy-working through system 
511 Can't comment 
544 [Problems for families]; How the child's condition affects the entire family 
549 [Problems for families]; Transportation etc 
560 [Problems for families]; Time, travel, respite services, emotional support 
585 [Problems for families]; Transportation to multiple appts, language barriers of Spanish 
speaking 
591 [Problems for families]; Financial, social, educational 
603 [Problems for families]; Dealing with life threatening illness in their child 
644 [Other]; Numbers are so low as to be invalid, I think 
656 [Other]; Not different than other patients with health care needs 
706 [Problems for families]; Stresses due to extra needs of child 
711 [Other]; Too much paperwork! 
761 [Problems for families]; Increased stressors-financial/social/supportive 
796 Not enough data 
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802 We are a well child clinic. This does not apply to us. 
858 [Problems for families]; Acceptance of problem and ability to cope 
859 [Problems for families]; Coping, school issues 
865 [Problems for families]; Younger parents/divorced families. Have to explain flu care plans 
twice as children often have different parents bring them in for visits. 
872 Not enough data 
878 [Problems for families]; Financial for travel to specialists. Medicaid coverage ofout of state 
specialists. We in Western Iowa patients can go to Sioux Falls or Omaha easier than Iowa 
City but questionable pay. 
881 [Problems for families]; (?ften parents become secondary care givers- Parents must not 
expect the social workers and state to raise these children. 
892 [Problems for families]; Transportation access is a problem, also many travel long distances 
as close providers won't accept Medicaid. 
948 [Otherl: Often poor psychosocial conditions in family 
951 [Problems for families]; Care givers often need special training and assistance caring for 
these children. 
953 [Problems for families];Trying to deal with their special child and take care of their other 
children financially. 
958 [Other]; These kids are usually easier Medicaid children because parents more involved-
educated about illness. View primary care as ally. 
975 [Problems for families]; School, jobs, independent living. I have a special needs child and see 
children for several agencies involved in Iowa. 
988 [Problems for families]; When parents are divorced 
1015 [Problems for families]; Economics 
1017 [Problems for families]; Difficulty 
ID Question 10: "Which of the following create barriers to you as a medical provider when 
providing care to children with SHCN enrolled in Medicaid?" 
26 [Other]; None- these are only on emergency basis. 
36 [Other]; Enjoy seeing these pts. 
78 [Characteristics of population]; Often times chaotic family life with priorities/capacity for 
(THE ILLNESS?), commitment to care plan 
90 [Failure to show up]; Again, due mostly to transportation problems 
97 [Referrals]; This is a problem with other insurances 
136 [Failure to show up]; This occurs as often as fee for service pts. 
153 [Prescribing medications]; May not be covered by Medicaid 
207 [Other]; Time for "paperwork" 
226 [Unique condition]; Lack of knowledge of the patients unique condition by those rendering 
opinions (yes/no) on needs of patient ( overall ignorance and unwillingness of agencies to 
learn/apply details pertaining to pts. special circumstance and needs ( also see "problems for 
families" response above). 
245 Same as Medicaid pts 
270 [Other]; A lot not applicable for I do urgent care. 
304 [Other]; Difficulty working with the system. For example: I was sent a list of patients who 
were designated to me under the Iowa Health Solutions program. It was encouraging health 
maintenance visits to cut down on repetitive ER visits for non-emergent care. A majority of 
these people had never been seen at my clinic. I attempted to get a list of addresses for these 
people to write a letter inviting them in for preventive health care. I was told they couldn't 
send me that information. 
337 [Referrals]; Some parents think if they see specialist and therapist they don't need to come 
365 [Failure to show up]; Takes time someone else could use. 
411 No special barriers 
430 [Failure to show up]; Less of a problem in general than ordinary Medicaid pts. [Referrals]; 
59 
Many of our pts are HMO pts with limited opportunities for referral. [Prescribing 
equipment]; Forms to fill out. [Low reimbursement]; Even more of a problem than ordinary 
Medicaid because more time and effort required and no way we are reimbursed. 
453 [Extra tests]; It also increases costs, so this doesn't make any sense that you put this in here. 
Nobody would do that-you just increase your losses by ordering more. No lab tests are free 
you know! 
488 [Other]; Low literacy rates, low income 
491 [Other]; See #7 
514 [Other]; Multiple providers, often inadequate feedback 
567 [Other]; Having to explain medical necessity 
581 [Other]; Fortunately, none of these are true barriers for me. Since I work within a university 
(UIHC) system, reimbursement is not an issue for consideration. I can schedule as much time 
as is required. 
589 In reference to administrative barriers, many of these require recertification of lifelong 
problems e.g. the same papers filled out monthly or quarterly for a problem that will not 
change over a lifetime. The redundancy in this paperwork is astounding. 
603 [Characteristics of population]: Travel restrictions, compliance issues 
604 None 
644 [Other]; Number too low, see above 
676 I have very few children with SHCN enrolled in Medicaid. 
790 None 
796 Not enough experience with it. 
834 None 
865 [Other]; Poor follow care by parents! No Shows! 
881 [Other]; Too often Department of Social Services take over the care of that only parents can 
give-parents too often excuse themselves for these duties that the children can not get from 
the governrnent. 
884 [Delayed reimbursement]; SoDakota. 
975 [Prescribing medical equipment]; Agencies usually know what they need 
1015 [Other]; Economics, education 
ID Question 11: "Which of the following are barriers you have observed for children 
enrolled in Medicaid that may be exacerbated by their SHCN, compared to children 
enrolled in Medicaid who do not have SHCN?" 
25 [Other]; University rules 
69 [Problems for families]; child's parents often lack training re: care of child 
78 [Other]; No reimbursement for time spent 
90 [Transportation]; Probably even more so but similar 
153 [Transportation, coverage of medications and equipment]; These are problems for all 
Medicaid children 
170 No barriers 
189 [Problems for families]; Parent's understanding of covered services and how to get services 
covered 
226 (See problems for families for SHCN children). 
228 [Problems for families]; Many require much time and effort expended on day to day care. 
230 [Other];(?) Slow and too much paperwork 
245 Not known 
249 [Other]; Compliance with appointment 
304 [Problems for families]; Some need 24 hour care in low-income often single-parent families 
365 [Problems for families]; Family stress 
418 [Coverage of medications/equipment]; Most is covered 
432 [Problems for families]; Travel, home care 
453 [Problems for families]; Parents not educated and understanding the importance of care 
60 
488 [Problems for families]; Same as before 
489 [Problems for families]; Mental and physical stress 
491 (Equipment coverage]; Paperwork 
494 [Problems for families]; See #9 
509 [Problems for families]; Lose residential placement if in acute care hospital too long. 
511 I don't have SHCN kids, so can't really say. 
514 [Problems for families]; Depends on SHCN 
544 [Problems for families]; It depends on the child's specific needs and what it takes to try to 
meet them 
603 [Problems for families]; Need for counseling 
604 None 
662 [Problems for families]; Compliance 
676 I have too few to say for sure. 
681 [Problems for families]; Many 
706 [Problems for families]; Time needed to complete all the cares that some children need. 
711 [Multiple providers]; Whose responsibility is it to make sure their health needs are met? The 
Dr. or the people I send in the paperwork, too? 
770 [Problems for families]; Intense time requirements for family and difficulty jumping through 
hoops for help. 
790 None 
796 Not enough data 
799 [Problems for families]; One boy with C.P. (spastic quad) was denied a bath chair- He is 
unable to sit and would drown without one. Medicaid said it was a parent convenience! 
878 [Problems for families]; Transportation, ability to miss work, $ 
881 [Problems for families]; Many of these children need more from (parents only) than other 
children. 
892 [Problems for families]; Parents may have frequent absences from work, causing job loss 
951 [Problems for families]; These children often need continuous care and monitoring of 
physical/emotional problems. 
953 [Problems for families]; Very time intensive to care for SHCN child; difficult to balance that 
and have time/energy for other children and their activities 
968 [Problems for families]; Families have limited help in every aspect. Parents are stressed out. 
975 [Problems for families]; All of the above change the landscape for parents and kids. 
988 [Problems for families]; More home care and time spent with the child compared to siblings 
who are normal 
1017 [Problems for families]; Difficult 
ID Question 12: "In your opinion, which service medium is best for children enrolled in 
Medicaid with SHCN?" 
23 No opinion 
25 Don't know 
28 [Other]; No preference. We see them all without prejudice. 
78 [PCCM, MCO]; This is just another administrative layer without meaningful care 
management. 
90 [FFS]; simple 
91 [FFS]; Adding one more layer ofbureacracy is counter productive 
97 [FFS]; Probably this would be best as it would reimburse the primary physician better 
169 Haven't had enough experience to voice an opinion 
226 [Other]; With assistance from specialists-communicating with state aid agencies .. 
245 None are any good 
249 [PCCM]; Someone needs to be the gatekeeper with the rest of the "infrastructure" 
268 [No difference]; Same outcome 
61 
291 [Other]; Don't have enough data to compare 
308 [PCCM]; There are often multiple issues and increased coordination is helpful. 
312 rFFS]; $.50, $1.00 anything for a visit to cut down on abusing the system 
334 [No difference]; Depends on so many variables 
353 No opinion 
380 [No difference]; I don't know which of my patients have which type of coverage so they must 
be pretty equal. 
430 [FFS]; Of course this doesn't happen. 
491 Not sure 
504 [No difference]; In my limited experience 
544 I don't have a preference 
552 [PCCM]; With access to specialized services 
567 Who knows? That's the golden question. I don't feel HMO's have benefited the children! 
589 [Other]; Any system can be adjusted to the needs of these children. No special favorite from 
my part. 
604 Don't know 
639 [PCCM]; Gets to know pt better, easier to follow up. 
647 [Other]; Mediculture concept 
761 Don't know 
799 Don't know difference 
865 [MCO]; Better health care and £1u guidelines [Other]; penalty for nonemergency conditions 
during emergency hours 
871 [PCCM]; Provides better continuity and coordination of care by MD. 
878 I don't know. 
881 [PCCM]; Parents have to be the primary care giver. 
896 [PCCM]; I believe one physician can best manage a tp with SHCN by providing primary care 
and making appropriate referrals. 
915 I'm not familiar with all these programs. 
925 [FFS]; Only experience I have 
953 Not sure any work well 
975 [FFS]; I'm an employee of hospital so I'm not involved in reimbursement issues yet. 
1017 Don't know 
ID Question 13: "In your opinion, would it be acceptable for a physician to 'manipulate' 
the Medicaid system in order to meet the needs of a child with SHCN?" 
2 5th Amend. 
16 [No]; The system will not be "fixed" if people work around it. 
19 [Yes]; The good of the pt. 
20 [No]; Threat of Medicaid fraud and abuse 
23 [No]; Need to work within the rules. If not able to meet child's needs, then this needs to be 
·presented in a public forum. 
24 [No]; There are proper procudures. If everyone "cheats" the system we all lose. 
25 [No]; System should be designed so manipulation not needed 
26 [Yes]; Patient care first 
28 [Depends]; 1. Patient needs are paramount 2. All government systems have some elasticity 
that allows a degree of lawful manipulation 
36 [Depends]; If the child needs care- I'll see they get it. 
40 [No]; Not worth the risk to your license. 
54 I have a case where achild needs a special gastrostomy tube changed periodically. In order to 
not lose significant sums of money I have him go to ER where I go and change the tube and 
let the hospital bill for equipment directly to Medicaid rather than billing me for a $200+ item 
and only able to bill Medicaid for a office call and lose significant funds. 
62 
62 [Depends]; If not illegal and seems necessary to get appropriate service. This is a "loaded" 
question! 
63 [Depends]; If service vital 
69 [No]; The penalties too severe 
85 [Yes]; Patients are my number one priority ... not some government boob. 
86 No check; How do "manipulate" a political system- which know only how to decrease 
reimbursement for services rendered. 
87 [Other]; Not legal to manipulate system, but try as many outside resources as possible (free 
meds, extra time "donated" to patients, search for available medical equipment, charities, etc. 
for pt. .. 
89 [No]; I'm not a supporter of fraud. 
90 [No]; The system may need to be changed and that is what should be done. 
91 [Yes]; Esp. psych. Admissions 
92 [Yes]; The program is for the benefit of children it should be manipulated to achieve that end. 
95 [Depends]; What do you mean manipulate? 
97 [No]; This would be fraud 
118 [Yes]; List "more serious" diagnosis 
122 Not sure 
125 [Depends]; I would do anything legal to help a patient 
131 Don't know 
133 [Yes]; Play the game 
153 [No]; Manipulation implies fraud in this context and I do not find that acceptable 
155 [No]; Unethical and illegal 
166 [No]; Manipulation is a bad policy 
169 [Yes]; The child's optimal care is first and foremost and bureaucracy be damned. 
173 [Yes]; I believe that it is acceptable to use certain alternative DRG codes to obtain supplies or 
extra nursing services. 
186 [Depends]; Cannot commit fraud 
199 [Yes]; To get what my patient needs 
207 [No]; Illegal 
211 [Yes]; Manipulate is too vague 
215 [Yes]; If they won't cover something I think is medically indicated, I will try to figure a way 
to do it. 
216 [Yes]; We have switched HMO's to get glasses and other types of issues like this 
222 [No]; Ethical commitment 
224 I think we all do when it comes to putting down payable diagnoses like fatigue caused by 
depression rather than depression since "fatigue" is payable and "depression" is not. 
226 [No]; Education, understanding, cooperation of all parties involved is the best approach 
227 [No]; Not with the exorbitant fines if reviewed and caught "in action" 
228 [No]; I do not "manipulate systems" 
244 [Nol; I try to follow rules and guidelines 
245 I don't know what your asking for 
249 [Yes]; The system does not take into account the "outliers"- They try to put everyone in the 
same category. 
268 [No]; Not needed 
270 [Yes]; Have a pt with management of Pelvic CH with ned for pelvectomy. (?) MHO 
interupting pt. And complicating management of Univ.- Family, pt. And myselfupsest. For 
(the opper?) had been (?rstablizberal-U?) 
276 
283 [No]; I don't believe in "manipulating" any system, let alone Medicaid 
291 [Depends]; Dependant on the severity of the need 
299 [No]; Always stay withing the guidelines 
63 
304 [Yes]; In some cases individual children need care not deemed necessary for coverage for 
every kid 
308 Has not been an issue thus far 
312 If the child needed certain type of care it may be necessary. 
314 [No]; Pt. Often go without services due to non coverage of services 
326 [No]; honesty is primary 
333 [No]; needs could be discussed with the system and appropriate contacts made 
341 Manipulation is acceptable if it does not involve falsification or deliberate witholding of 
relevant information. 
353 [No]; The risk of fraud is too great. Change the system! 
365 "Manipulate" sounds wrong 
367 [Yes]; At times- yes. Conversly- the patients and docs can be manipulated by the system. 
369 [No]; Current system works 
380 Not sure what you mean. 
381 [Depends]; I have not personally been faced yet with the challenge of needing to order tests 
or therapies for one of my patients, that is not covered by Medicaid. I'm not sure how I would 
react to such a situation, but I believe I'd be tempted to take whatever action necessary to 
obtain help for one of my pts with special needs. 
388 [No]; Loaded question 
405 [No]; Could be fraudulent 
409 [Depends]; If child needs the service will manipulate 
418 [Depends]; The rules are not made by doctors who are trying to help these children and their 
families. 
427 [Yes]; Patient's needs come first 
430 I haven't tried to manipulate anything. There is little in the system except basic care for child. 
Professional care is mostly donated at our cost. 
436 [No]; Ethically wrong- change system if needs to be changed 
453 [No]; That is really not possible unless you intend on falsifying your medical records, which 
would be very stupid. 
466 [Yes]; If the pt would receive substandard or outdated care as restricted by Medicaid. 
468 Best care provided regardless of reimbursement 
477 [Depends]; It is not acceptable to falsify information or try to defraud in any way, but 
knowing what the rules are helps to maximize the patient benefits. 
483 [No]; Regulatory restrictions 
488 I try to get the best care I can for all patients:.. I wouldn't know if I was manipulating or not! 
491 [Yes]; Fudge on paperwork to expedite needed care, equipment, services 
494 [Depends]; Not to break law, but to bend rules maybe 
509 [Yes]; Maximum allowable, legal services 
520 [Yes]; Whatever it takes to obtain appropriate services without overt law breaking. 
522 [No]; Adequate documentation and diagnosis important. Medicaid pay by it guidelines which 
unfortunately are often under clinical cost. 
525 [No]; I just don't. I'm in a big clinic system and we absorb the losses in income. 
542 [No]; It is illegal and constitutes Medicaid fraud; a felony punishable by incarceration. 
544 [Yes]; If you have to re-word a medical prob to get it covered you do. For ex. you don't write 
failure to thrive ( not covered) you write lack of normal physiological growth ( covered). 
549 [Yes]; As a principle! But I wouldn't know how. 
560 [No]; Ends do not justify the means. 
567 [Yes]; Non-medical persons are making medical decisions of what is necessary in treatment 
and evaluations. So we have to play the game and some MDs will outsmart the system. 
574 Question is too vague 
585 [Depends]; What does "manipulate" mean? If it means do something unethical or illegal- no. 
589 [Yes]; Rules are hard to write to cover all possibilities. Therefore, "manipulation" is 
necessary to cover unusual problems. 
64 
593 [Depends]; On what "manipulate" means 
601 [Yes]; If the medical needs of the child require additional services or referrals not normally 
covered, but the system can be "manipulated" to provide these, I think it is in the best interest 
of the child to do so at the cost of bending arbitrary bureaucratic rules. 
603 [Depends]; Can't commit fraud but need to learn how to maximize prescriptions/supplies, 
supplement with other things, etc 
609 [Yes]; Need to tell case managers the right "buzz words" to justify particular medications, 
etc. 
615 [Yes]; These are special cases 
616 [No]; But it happens 
639 [Depends]; It is case to case difference 
644 [No]; It probably would, but I would not expose myself to the risk- the gov't couldn't care 
less about me and loves to find scapegoats. 
647 [Depends]; The patients needs are sometimes more important than arbitrary rules unrelated to 
reality. 
654 [Yes]; Reasons not always well defined 
662 [Depends]; Only if the system is failing to provide adequate level of care for the pt. 
667 [Yes]; The needs of the patient comes first, if the system needs "manipulated" to meet those 
needs- so be it. 
668 [Depends]; Only if care could not be obtained otherwise and was for serious problem 
676 [Depends]; Depends how critical the needs are. 
694 [Depends]; If the system is blocking needed care, the interest of the patient is the prime 
factor. 
700 [No]; No need to 
701 [Yes]; But while remaining within the law/policies. Bend but do no break Medicaid rules. 
702 [Depends]; Each case/circumstance is unique. 
705 [No]; It sounds like this involves the physician lying about the situation. I don't like the 
compromise of ethics or the pressure to do so. 
710 [Depends]; If medically necessary treatment is denied the child, it may be necessary to 
manipulate the system. 
711 [No]; If I "manipulate" one system-why not manipulate all systems? 
714 [No]; It's not honest 
737 [No]; This should not be required. 
754 [Yes]; To go around regulations 
761 [No]; Manipulation implies dishonesty. I don't consider this acceptable 
784 [Depends]; Upon financial need; what needs must be met. 
792 [Yes]; Primary care physician as manager reports to case manager. Physician if specialized 
testing/ eval needed. 
796 [No]; When you try to "do right" by patient if you fool around you will be crushed by the 
state for your efforts. 
818 [No]; Ethical/moral obligation. I shouldn't need to lie to get tests/procedures I need. 
820 [No]; Have not been in situation where was even considered. 
829 [Depends]; For better care 
831 [No]; Be honest all the time. Don't manipulate. Try to change the system. Work with the 
system. WWJD 
865 [No]; Provider should not have to add extra time for management to provide standard 
services. 
867 [Depends]; On definition of "manipulate" 
878 Wouldn't fault others but would risk it myself. 
881 [No]; The state does a goodjob. 
884 [No]; Failures in pt care secondary to system problems. Won't fudge anything even if in pts 
best interest. Tell care giver to fight system. 
885 [No]; I don't find it acceptable to "manipulate" any system; I would abstain from the system 
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altogether if manipulation was necessary to provide quality medical care. 
889 [No]; All should be diagnosis based. 
892 [Depends]; Calling into a central office to be able to obtain certain procedures 
906 [No]; Fraudulent 
915 Depends on what you mean. Lying or fraud is wrong. Advocating for someone is fine. 
922 Depends on situation 
925 [Depends]; "Manipulate" as much as possible right up to the edge oflegal! They sure don't 
cut us any slack. 
947 [No]; Penalties too great 
948 [No]; Have to work within law as best you understand it. 
951 [No]; Ethically and legally wrong. 
953 [Depends]; I know of an instance where a child has been labeled "profoundly mentally 
retarded". Although I do not feel he is, he still cannot do any of his own cares, doesn't eat real 
food, and is still in diapers. He is likely autistic, but will lose his Medicaid help if his 
"profound MR" diagnosis is changed, even though it would not change his needs or the 
services he requires. 
958 [Yes]; Ethically bound to care for patient NOT to protect or help insurance company. 
967 [No]; Unsure what you mean. I doubt physicians really have a significant [?ability] to do that 
if you mean preparing false documentation obviously not acceptable. 
975 [Yes]; All govt programs are stiff and "letter of the law". Some children need "spirit of the 
law." 
984 Unsure of what is meant by question 
988 [Depends]; I do not think the word "manipulate" is appropriate, paperwork is more intensive 
to explain necessity of a medication or equipment. 
994 [No]; Sounds risky 
ID Question 14: "Have you ever done anything to ensure a SHCN child's medical well-
bein2 that was not covered or allowed by Medicaid?" 
2 5th Amend. 
28 [No]; We do not dispence samples in the ER. 
31 [Yes]; Often [underlined example] 
36 [Yes]; This often done my many doc's. 
40 [Yes]; Give samples ifno Rx allowed. 
69 [Yes]; Often. It takes many months to get the "o.k." to use many meds. 
78 [No]; Little trouble with medication/supplies. Significant trouble with care co-ordination and 
reimbursement. 
85 [Yes]; Refer to 13 
90 [No]; Not that I can remember- haven't felt I had to. 
91 [Yes]; Antibiotics, asthma meds 
92 Not sure. 
95 [Yes]; Possibly, I don't recall. 
97 [No]; But I would be willing to do this 
115 [Yes]; Rarely 
118 [Yes]; Give samples frequently rather than fight the system 
125 [Yes]; Have given free samples of antibiotics etc. 
133 [Yes]; Rx sampling 
153 [Yes]; I give free samples to many patients. 
155 [Yes]; Samples regularly 
166 [Yes]; I do my best to help 
169 [Yes]; Frequently 
170 [No]; All services were covered 
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173 [Yes]; I have written letters of protest/pleas. 
187 [Yes]; Free medical samples 
194 [Yes]; Medications frequently 
199 [Yes]; I give out samples very liberly 
207 [Yes]; Samples 
215 [Yes]; Samples ofmeds 
216 [Yes]; Samples of meds that require prior auth. 
218 [Yes]; Samples 
224 [Yes]; Exactly as in your example 
226 [Yes]; Please understand, all patients require any legal/medical assistance needed to ensure 
their medical well being. 
227 [Yes]; Free samples, extra office visits and home visits at no charge 
228 [No]; Not that I recall 
240 [Yes]; Samples frequently given 
245 [Yes]; Meds free 
249 [Yes]; We "dispense" lots of free samples 
268 [Yes]; Samples 
276 [Yes]; Drug companies have list of meds available for pts. With low incomes. 
283 [No]; Don't have month's supply of samples; No samples in the ER. 
288 [Yes]; Samples 
289 [Yes]; Samples of meds not covered 
290 [Yes]; Paperwork takes time. Illness is now. 
291 [Yes]; Ifwe have sample medications I try to help the family out. 
299 [Yes]; I've given free samples for short-term problems 
304 [Yes]; Med samples 
308 [Yes]; Medications 
312 [Yes]; Sampling medication, no charge office visits 
314 [Yes]; The pt needs are best served anyway you can using the system 
326 [Yes]; Anything as long as not illegal or dishonest 
328 [Yes]; Samples 
352 [Yes]; Free samples 
353 [Yes]; Samples, supplies, etc. 
365 [Yes]; If insurance doesn't cover a prescription and I have the drug- I do my best to get it to 
the patient Medicaid or other conditions. 
367 [Yes]; Absolutely- you do what you have to do! 
369 [Yes]; Free medical samples not covered 
380 [Yes]; Esp. supplies/DME/some meds. 
381 [Yes]; Meds out of the sample closet- extra 4x4s or "steri-strips" for cuts, etc. 
388 [Yes]; Medical samples 
397 [Yes]; Samples given of non covered meds- to hold pt over until Medicaid benefit is 
documented to pharmacies 
405 [Yes]; Within ethical and legal boundaries 
430 Prescription coverage is not usually much of a problem except with HM O's. They can be 
ridiculous. 
431 [Yes]; Have given free med equipment 
453 I don't know that I have ever been in that situation yet, but I would give samples. There is no 
law against that. 
454 [Yes]; I thought the med was easier to take and thus more effective. 
463 [Yes]; Samples 
468 [Yes]; Often give Zertec to family due to increase cost of med and not covered by Medicaid 
483 [Yes]; Samples of meds 
488 [Yes]; Sure I give samples when they need them. 
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491 [Yes]; Samples 
494 [Yes]; Samples- once paid for prescription myself 
504 [Yes]; Given samples of non covered meds 
520 [Yes]; I give samples to anyone regardless of pay source ifl have them. 
525 [Yes]; Medicine samples 
542 [Yes]; Waived charges 
544 [Yes]; Give samples, loan equipment, give "extra" supplies etc. whatever you have that you 
can give 
549 [Yes]; We have encouraged pharmaceutical companies to provide free drugs many times. 
560 [Yes]; My time in office, via telephone, writing letters, etc - not billed. 
567 [Yes]; In the days when we could do this in the hospital we sure did! (give free samples). 
585 [Yes]; Free samples are often saved for uninsured kids or for needs not covered by their 
insurance to avoid excess out of pocket expenses for families. 
586 [Yes]; Frequently give large samples of meds 
588 [Yes]; Tylenol, ibuprofen samples, cough/cold samples that I knew the parents couldn't 
afford to buy. 
589 [Yes]; I don't remember any specifics. 
593 [Yes]; Drug samples 
601 [Yes]; Medications, if available by sample, that are able to provide a better outcome, or 
supplies from the office for dressings/splints that are not reimbursed. 
639 [Yes]; Reduce pts financial cost 
647 [Yes]; Frequently 
651 fYes]; Possibly sample medication 
654 [Yes]; To avoid complicated forms 
656 [Yes]; Using samples 
667 [Yes]; I often give free samples until "paperwork" can be done. 
668 [Yes]; Samples ofmeds 
676 [No]; Because I don't think the opportunity to do that has come up. 
694 [Yes]; Supplied Prevacid when needed 
711 [Yes]; Samples, seen for free, not coded for unreimbursed services 
729 [Yes]; Antibiotics generally not a problem 
737 [Yes]; Making samples of medicine available 
749 [Yes]; Many times samples are given to these pt so they may be treated. 
751 [Yes]; Samples given of med child needed but not covered by Medicaid 
761 [Yes]; We often give free drug samples to many pts in need. 
784 [Yes]; Meds; supplies 
799 [Yes]; Although not usually something I have available- ie- it'll cover their antibiotics- which 
are about the only samples I have. 
811 [Yes]; Zyrtec not covered. 
829 [Yes]; Gave free samples 
858 [Yes]; Drug samples frequently given 
865 [Yes]; I always provide samples of medications until approval is granted and will help treat 
PE prior to sending them to specialist in everyway possible. 
867 [Yes]; Often they will not pay for trade name products. 
871 [Yes]; Med samples given regularly; enrolled in indigent pt programs thru drug companies. 
878 [Yes]; Claritin. 
881 [Yes]; Samples from drug cupboard. 
892 [Yes]; Not always a month's supply- often 10-14 days worth of samples. 
915 [Yes]; Have given free samples to treat an illness. 
921 [Yes]; Med samples 
922 [Yes]; As above (free samples) 
947 [Yes]; Routinely do this 
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948 [Yes]; Use samples as able-occassionally give needed things. 
953 [Yes]; Gave samples of a non-sedating antihisthamine not covered by XIX 
958 [Yes]; See answer to #13. If it's not fraud explicitly I do what I have to do. 
967 [Yes]; I don't recall specific instance of SHCN child but we give samples to Medicaid 
patients frequently. 
975 [Yes]; Meds-most common manipulate diagnosis. 
984 [Yes]; Free Rx samples given in office 
988 [Yes]; Certain antihistamines that the pt. Needs but not covered by Medicaid 
994 [Yes]; Free samples-meds 
ID Question 15: "Please add any additional comments that you may have regarding 
CSHCN enrolled in Medicaid and/or your role as a health care provider for these 
patients." 
16 Please proof read your surveys better in the future! 
22 At our offi~e we treat children the same regardless of their insurance status. It may be more 
difficult at times when we have to jump thru "hoops" example- not being able to prescribe 
drug we want without documenting numerous failures of other meds. 
26 This questionnaire doesn't cover my contact with CSHCN patients- We take 'em all. 
36 Overall program is very good. Esp. compared to other states. These kids can get 
good/equivalent care compared to private insurance coverage. 
42 Survey too complicated. 
86 Please remove me from your list of survey providers. 
91 You're lucky, I don't usually return these. 
97 We are not refusing to treat children with special needs. We just do not have any in our 
practice. 
169 I operate in [?]/urgent care clinic and treat the gamit. Most CSHCN kids are visiting with 
acute illness, but I would go to bat to insure any child, no matter what the parents attitude or 
circumstance, gets optimal care for the best chance in life. 
226 I've said enough. Thanks for you concerns. Good luck with attempting any change( s ). 
227 The system is terrible, as usual, with low reimbursement rates, government idiots telling us 
how to practice medicine and constant interference. Third-world medicine is better than the 
U.S. Medicaid system of care. 
249 The # one abuse to children is secondary smoke. Then parents ( especially fathers) who drink 
or use illegal substances, create physical abuse. Parents ( especially the indigent) need 
education in how raise children-too many of the parents are children themselves, and all of 
these conditions lead to a greater# of CSHCN. 
304 Mostly I just try to take care of the patient. There are so many systems with Medicare, 
Medicaid, insurance companies, and managed care systems that doctors can't keep up with all 
of their rules. I constantly have to redo work because something I decided was medically 
indicated for my patient but coverage providers have rules against certain services ( often 
based on financial decisions not patient care decisions.) 
312 Great topic, good luck on your thesis! 
333 We made special efforts in our office to accommodate handicap patients that will serve not 
only Medicaid CSHCN but also other patients with difficult insurance programs. 
365 I do pediatric acute care- all callers- many are Medicaid, many have "special needs", and are 
complex. All by appointment inner city location draws from all areas. 
367 Many docs feel these patients are burdensome, but many also feel there is a professional 
obligation to care for these people, its just that if you assume too many and follow the rules 
you will go out of business! 
409 The amount of time required to care for these children is enormous. The reimbursement is 
grossly low, i.e. less than minimum wage per hour of time spent. 
411 Reimbursement is low and bureaucratic hassles are increased, but I see Medicaid patients in 
the same manner as other patients. 
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430 We are advocates for children and feel a responsibility to try to help kids. I feel the health 
care system essentially uses this attitude to its economic benefit. What other "safety net" 
providers provide services at their own cost? Grocery stores who get food stamps get full 
reimbursement for their goods. If the poor get heating allowances, the natural gas co gest full 
reimbursement. If the parent buys cigarettes and gas for their car, they are not paying 1/2 
price. 
432 My job is to oversee care and to manage the day to day problems. Tertiary care is provided 
by subspecialties, typically at U of I. 
498 I would like to help with this, but since I am retired now I don't think I could render much 
help. In my years of practice we never refused anyone regardless of ability to pay or 
insurance carrier. Granted, it caused some lean times- also if they had a problem we couldn't 
answer we always had good referral people who cared first for patient and secondarily for 
reimbursement. That seems to change now, as even the doctors are not given a chance to 
decide. Front offices many times block any charity or low reimbursement. Good luck. 
520 Someone must care for these patients. As poor as the pay source is, were it not for XIX 
services we would have to do it for free. 
567 It's very frustrating and not in a child's best interest when Medicaid providers deny things 
because of their rules. For instance, I had a patient- mentally retarded with sleep disorder and 
climbing out of bed and Medicaid would not pay for a bed with a top on it- because they just 
didn't. They wanted the child to sleep on the floor in locked room. See what I mean! 
598 I work in an ER and am often not aware of whether patient is on Medicaid- we aren't 
supposed to make decisions on coverage and aren't routinely provided with that information. 
601 As the primary care physician it is imperative that the needs of the patient receive the highest 
priority. 
644 boo Cyclones! 
647 Government creates barriers to access, has too much paperwork for compliance and pays 
poorly. 
649 I can't answer beyond #9 because no experience with CSHCN specifically. 
656 We see Medicaid patients in our rural community only because we feel we have a moral 
responsibility. It costs us out of pocket $8 to see each Medicaid enrollee. That has 
presumably improved in the last few months. For us to woefully inadequate reimbursement is 
the most difficult aspect of Medicaid care. There is no other medical care to see them in our 
county. 
694 Bureaucracy is a nightmare for drugs. 
749 Medicaid pt often abuse the ER which is a problem. Many can be seen and cared for in the 
office but they go to ER for various reasons. They can be very demanding of your time and 
expect a lot of service. They often expect the best treatment for the least cost. 
751 
754 
761 
765 I have not had the opportunity to care for a child with SHCN that was enrolled in Medicaid in 
my practice, due to the fact that there haven't been any with SHCN. 
796 Do not serve many in this program. 
802 Some (most) of these questions do not apply to us since we are a TitleV well child clinic 
only. We serve children with special needs in conjunction with local medical providers and 
child health specialty clinics. 
838 No problem. Referrals to specialists work well in this area of the state. 
865 DRS and Medicaid child care should join to ensure missed apts and poor child care follow-up 
is eliminated. Neglect can also be good hygeine, dental hygeine, general nutritional 
requirements that are never met! Seems shots/outpatient care are the only items I see my 
Medicaid children for mostly. 
881 Moms are most important, Dad's are important also. 
947 I have a Medicaid patient in the hospital right now. She has multiple physicians and multiple 
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problems. She has biopsy proven chronic gastritis. She does well on prevacid. Medicaid will 
not pay for prevacid without a "failure". She was switched to cimetadine which did not 
effectively treat her condition and interacted with the coumadin a cardiologist had her on. She 
nearly bled to death. I think the cost of this "therapeutic failure" was much greater than 
necessary. 
975 Most Dr.'s who care for the above pts. do what they must to insure care. They are not so 
concerned about cost as govt. programs in the midwest esp. Iowa, are worst in the nation as it 
pertains to reimbursement. Referral to other specialists have been quite easy, I might add. 
988 Important thing is continuity of care with one primary care giver instead of switching back 
and forth with M.D.'s because of changes in Medicaid HMO's. 
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